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Loving Care for a Person with Dementia: From Phenomenological Findings To Lifeworld Theatre

Compassion and empathy are essential characteristics of healthcare providers, yet the public sees provider compassion as lacking. Physician empathy also decreases during medical training. While the traditional scientific model of objective principles predominates the medical field, more recent moves in research-informed theatre have allowed qualitative researcher/educators to use drama to make their research more significant and relevant to healthcare settings. Theatre can significantly contribute to medical education by allowing students to reflect on their own emotions and the use of an imaginative perspective to develop insight into how best to convey compassion and empathy to patients. 

This study explored the emotional impact of a phenomenology-based play on medical students, healthcare professionals, and the public including carers of people with dementia with a specific focus on empathy and understanding of the patient/caregiver/ physician triad. Three phases were involved in the completion of this project: 1) a phenomenological study was completed with 10 people caring for a person with dementia; 2) these findings and basic theatrical principles were used to develop a theatrical playscript about the experiences of family carers of persons with dementia; 3) the playscript was produced before an audience of healthcare professionals including physicians and medical students, informal carers and community members. The emotional impact of the play was evaluated through a reflective writing exercise. Of the 400 people attending the play, 255 completed the evaluation. Evaluation data was analyzed using a content analysis methodology.

There was strong evidence that lifeworld phenomenology-based theatre was a stimulus for empathic understanding. Four types of empathy were identified: 1) cognitive empathy—understanding another’s thoughts/feelings; 2) affective empathy—feeling another’s emotion; 3) shared empathy—finding commonalities in previous experiences/feelings; and 4) projected/imagined shared empathy—imagining having same experience/feelings in the future. Medical students spend little time understanding and processing their own emotions around patient care. Lifeworld phenomenology-based theatre is a safe and effective tool to enhance empathy and help students understand patient emotions as well as their own.
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LOVING CARE FOR A PERSON WITH DEMENTIA: FROM PHENOMENOLOGICAL FINDINGS TO LIFEWORLD THEATRE

Introduction
As an adult educator, I have often tried to find ways to utilize the artistic side of my nature in my work. As a theatre artist, I have brought tools from theatre into my classes to enrich the learning experience. I have always believed in the creative power of imagination to facilitate reflection and enhance understanding in a learning environment. When I first started my career as a qualitative researcher in the late 1980s, I joined other frustrated artists who were searching for more expressive ways to create and disseminate qualitative research that allowed for the richness and emotional qualities of their research participants’ stories (Bagley & Cancienne, 2002 ; Colantonio, et al., 2008; Jones, 2006; Mienczakowski, Smith, & Morgan, 2002; Todres & Galvin, 2008; Willis & Smith, 2000), and could be disseminated to a wider audience  ADDIN EN.CITE (Gray, Fitch, LaBrecque, & Greenberg, 2003; S. Halling, 2002; Jones, 2006; Sparkes, 2003). 

It was an exciting time in educational research as the beginning of what is now known as “arts-based” educational research was being birthed. The arts-based educational research movement, lead by Elliot Eisner, involved the use of aesthetic qualities in the creation and dissemination of qualitative research. As Barone and Eisner (2006) explain:

Within the past couple of decades...growing numbers of educational scholars and researchers have begun to explore the possibilities of inquiry approaches that are indeed, in varying degrees and ways, artistic in character. These approaches are forms of what has come to be called arts-based educational research (ABER). (p. 95)

The types of arts-based research produced vary in form and style but often include such aesthetic formats as poetry, short stories, novels, visual art, photography, multi-media art, and performance art such as dance, music and theatre. I was young and naive and believed all things could be possible with this new form of research. I continued to read about the arts-based movement, but my life was moving in so many directions. I was struggling to figure out how to marry my interest in art-based research and my love for theatre.

I had been working in theatre since I was 13. I received my undergraduate degree in theatre and later studied in New York City. As I grew older, my interest shifted to the field of adult education, but I never lost my passion for theatre and continued to work in community theatre as often as possible. At age 41, I owned a successful educational business. Then, all things changed. My mother was diagnosed with viral meningitis-encephalitis. After being in a coma for several weeks, the acute attack left her with vascular dementia and seizure disorder. My life shifted from being an independent woman to being a carer for someone I loved. That took precedent over the next 7 years of my life.

Realizing the difficulties of being a family carer and struggling with a medical system left me challenged and frustrated. It also motivated me to study the field of ageing and gain a degree in gerontology. My strongest passion was to make a difference in the lives of the older population and their family carers. It set me on a journey that I am still on today. I gave up my business and moved into medical education with a primary focus on older patients. After working in a medical school for several years, I was saddened to discover medical student’s attitudes towards older people. Empathy and understanding seemed to be missing. As I learned more about medical education, I realized that medical school concentrates on teaching students about the body. Students are so focused on the scientific side of medicine that the “art” of medicine and empathy towards the people who live in the bodies they care for seems to get lost. I finally saw a way that the researcher, the educator and the artist within me could come together and make a difference.

The time seemed to be right. Arts-based educational research had now gained respect within the qualitative research community and a movement outside the field of education, referred to as performative social science, had begun to take hold in the UK. Kip Jones (2006), a forerunner in this movement, has argued:

By rethinking our relationships within communities and across disciplines such as the arts and humanities, we are presented with opportunities to move beyond imitation of “scientistic” reports in dissemination of our work and look towards means of (re)presentation that embrace the humanness of social science pursuits.

In discussing adult education practice, Willis and Smith (2000) emphasize the importance of finding “ways to generate research texts that represent as vividly as possible the world of learning and education practices, so that its life and texture can be revealed and its experiences and meaning brought to life” (p. 1). I believe the same is true when looking at the practice of medicine. Medical textbooks and journals rarely bring the experience of being a doctor—working one-on-one with patients and their family—to life. Medical students, and for that matter, all health professionals, need to have a form of education that brings them face-to face with the real lived experience of the people they care for in ways that are vivid and emotionally evocative—ways that “account for and present a more comprehensive picture of human life than that usually given weight in science...and to establish a strong place for its affective, moral and aesthetic dimensions” (Willis & Smith, 2000, p. 10). 

Problem: Decline in Empathy in the Medical Profession

The terms professionalism, integrity, humanism and compassion can be found throughout the medical literature and are noted as essential physician characteristics. While the biomedical and technical aspects of medicine are progressing at astounding rates, the public continues to see the human part of medicine suffering. Patients depend on medical professionals for not only their medical needs but also for their emotional, social and spiritual ones (Sanghavi, 2006). According to a survey sponsored by the Kaiser Family Foundation, Agency for Healthcare Research and Quality, Harvard School of Public Health (2004), 55% of Americans are dissatisfied with the quality of health care in the United States. Many people believe human compassion is lacking.

Physicians and medical educators have expressed similar concerns  ADDIN EN.CITE (Coulehan & Williams, 2001; Markakis, Beckman, Suchman, & Frankel, 2000; Miller & Schmidt, 1999; Wear & Castellani, 2000). Medical accrediting agencies such as the Liaison Committee for Medical Education (2004) and the Accreditation Council for Graduate Medical Education (1999), as well as Association of American Medical Colleges (1999) have emphasized the need to train and assess medical students, residents, and fellows on their professionalism and humanistic knowledge, attitudes and skills. One vital characteristic of professionalism is empathy—the ability to listen to, understand, sympathize with, and provide support to another individual. Empathy has been found to correlate with an enhanced doctor–patient relationship, satisfaction for both patient and doctor, diagnostic accuracy, clinical outcomes, and students’ clinical competency  ADDIN EN.CITE (Devera-Sales, Paden, & Vinson, 1999; Di Blasi, Harkness, Ernst, Georgiou, & Kleijnen, 2001; Halpern, 2001; Hojat, et al., 2002; Larson, 2003; Marcus, 1999; Mercer, 2001; Mercer & Reynolds, 2002; Misch, 2002; Newton, et al., 2000; Spiro, 1992). In spite of these benefits and the commitment of medical educators to foster professionalism, numerous studies suggest that student empathy declines during medical school  ADDIN EN.CITE (Hojat, et al., 2004; Shooter, 2002; Spencer, 2004) and may decline even further during residency training (Clark, 2001; Markakis, et al., 2000). Studies have hypothesized that medical education may be a major factor contributing to this erosion including insufficient training and education in compassion and emotional aspects of health care (Deveugele, et al., 2005; MacLeod, 2001).

Medical students face many challenges as they progress through training. One challenge is to learn how to manage the anxiety of confronting illness and suffering. In trying to relieve anxiety, they may develop maladaptive responses that lead to the decrease in their level of empathy for patients (Coulehan, 1995; Halpern, 2001). As part of their socialization into medicine, they learn what is often referred to as “detached concern,” or what Halpern (2001) calls “detachment with a veneer of tenderness” (p.25). Although detached concern is seen as a way to protect physicians from an overload of emotions and burnout, it also separates empathy into its cognitive and affective domains then excludes the affective component while controlling the cognitive. Even though Coulehan, (1995) professes that empathy has a strong cognitive dimension, he also argues “one should understand and use emotions that arise in medical practice.” Detachment, he argues, “leads to emotional numbness and a general discounting of the affective life.” He believes medical education should help students develop “emotional resilience” that allows them to fully experience the emotional dynamics of patient care as an essential part of good medical practice.

Empathy and Informal Family Carers for People with Dementia

When we think of empathy in the medical context, we often think of the physician’s empathy for the patient. When family carers are involved, however, we should look at empathy in this broader context. According to the Alzheimer’s Association (2007), this is especially true for over 9 million informal carers in the United States who look after someone with dementia. One of the greatest costs of dementia is the physical and emotional toll on family carers. It is estimated that more than 35 million people worldwide have Alzheimer’s disease—the most common type of dementia (Querfurth & LaFerla, 2010). Of these, more than 5 million live in the United States (Alzheimer’s Association, 2007) and over 700,000 live in the UK (Alzheimers_Society, 2008). With the ageing of the baby boomers and without a cure or effective treatments to delay the onset or progression of the Alzheimer’s, the prevalence in the US could soar to 7.7 million by 2030 and as many as 16 million by 2050. Caring for a person with dementia poses special challenges and because the disease gets worse slowly, carers tend to spend a long time in the caregiving role. The carer, who plays a critical role in the patient’s care, often accompanies the dementia patient to their medical visit and may be seen as “the hidden patient” due to the overwhelming stress of caring (Medalie, 1994). Yet, due to the short time spent with the patent, most of the focus during the medical encounter is on the patient’s needs, not the carer’s (Bulsara & Fynn, 2006). Research on empathy predominately explores empathy with the patient. There is little written on empathy for the carer. A recent study looking specifically at carers found that just by showing empathy, physicians can help reduce the enormous emotional and psychological burdens shouldered by millions of carers (Emanuel, Fairclough, Slutsman, & Emanuel, 2000).

Increasing Empathy though the Use of Humanities

While the traditional scientific model of objective principles and systematic methods is still predominate in the medical field, more recent moves have “made way for a more enlightened conception of science as opportunities for invention, discovery and creative endeavour, using methods which are counter-intuitive, unexpected and polyvocal” (Jones, 2006, p. 68). There is much written in the medical literature about the positive effects of literature and narrative as a tool to help medical students and physicians explore, develop and maintain the emotional component of empathy  ADDIN EN.CITE (Charon, 2001a, 2001b; Charon & Trautman, 1995; Hojat, et al., 2004; Mathiasen & Alpert, 1996; Novack, et al., 1997; Shapiro, Morrison, & Boker, 2004; Skelton, Macleod, & Thomas, 2000). From a theoretical perspective, the humanities engage the emotions as well as the intellect, thereby achieving deep understanding of the experience of another (Charon, 2001a). Among the humanities, drama offers a particularly potent and intimate experience. The stage’s complex interplay of voice, movement, costume, props, lighting, sound, and music allow the audience intuitive insight into the real lifeworlds of the characters. 

Disseminating Qualitative Research through Theatre

In the fields of arts-based research and performative social science, qualitative researchers who study health issues are increasingly using drama to make their health research more significant and relevant to healthcare settings. Mienczakowski and his colleagues, (2002) used the term “health theatre” (cited in Kontos & Naglie, 2006) for performances targeting “healthcare audiences” including consumers, healthcare professionals, and health educators (Kontos & Naglie, 2006). Although there are many terms used to describe theatre used to disseminate qualitative research including ethnodrama and ethnotheatre, many of the more recent productions in the healthcare environment refer to this venue as research-based theatre  ADDIN EN.CITE (Gray & Sinding, 2002; Kontos & Naglie, 2006; Mitchell, Jonas-Simpson, & Ivonoffski, 2006; Rosenbaum, Ferguson, & Herwaldt, 2005). Research-based theatre is an innovative approach to disseminate the results of qualitative research studies in the communities where the research is based. This allows the audience insight into the personal experiences and unique perspectives of patients and their carers (Gray & Sinding, 2002) and to “imaginatively feel their way into the experience being described” (Denzin, 1997, p. 12). In research-based theatre a playscript is often created from transcripts of interviews. Although research-based, the goal of ethnodrama and research-based theatre is also to entertain (Saldaña, 2005). Therefore, the resulting performance is “an entertainingly informative experience for an audience, one that is aesthetically sound, intellectually rich, and emotionally evocative” (Saldaña, 2005, p. 14).

Theatre has the ability to engage an audience affectively through their own felt-sense. They are able to gain an embodied understanding of what it is like to be the characters on stage. Through theatre, the audience can learn at both a cognitive and affective level. Bagley (2008) explains this affective domain to learning as he discusses educational ethnographic performance: 
 
The data’s evocation through artistic (re)presentation propagates a discernment of multiple meanings, interpretations and voices, which evocatively engage [the audience] in recognition of lived diversity and complexity. (p 56)

By focusing on both the emotive and cognitive dimensions of empathy, a dramatic performance is also a catalyst for self-reflection into the audience’s own emotions and the use of an imaginative perspective to develop insight into how best to convey compassion, caring and empathy to patients, patients’ family members, peers, self and others (Bennett, 1997). Shapiro and Hunt (2003) contend that live theatrical performances contribute significantly to medical education because they have a uniquely compelling emotional quality, making it difficult to avoid or intellectualize the struggles and suffering portrayed. Constantin Stanislavski (1989), one of the most renowned theatre artist of our time, claims that theatre is the only kind of art, that can artistically reproduce the depths of life experiences and completely absorb the audience in a way that allows them to inwardly experience the events being portrayed on stage. Theatre can leave impressions that will not fade with time. By immersing themselves in emotional accounts of illness through theatre, students and physicians will be better able to expand their capacity to adopt the patient’s perspective during their clinical work.

The Use of Phenomenology as a Basis for Research-based Theatre

Most of qualitative research disseminated through theatre falls under the discipline of ethnography. Even though phenomenological studies have much to offer in terms of rich description and emphasis on emotional qualities of an experience (Willis, 2004), they are rarely used as a basis for research-based theatre. Phenomenology can be especially useful for healthcare professionals by giving them a deeper understanding of lifeworld experiences of their patients. In the following sections I will briefly discuss some of the commonalities between phenomenology and theatre.

Phenomenological Lifeworld and Theatrical Lifeworld

Theatre reflects the intensity of human life and the impact of a theatrical production can be profound. Creative work, such as playwriting, starts with “ideas about the nature of human existence” (Smiley, 2005, p. 5). At the heart of Husserlian phenomenology is the concept of the lifeworld as a means to investigate “the things themselves” (Ashworth, 2003, p. 147). Lifeworld constituents offer “a framework for holistic human understanding” (Todres, Galvin, & Dahlberg, 2007, p. 60). Lifeworld is “a world that appears meaningfully to consciousness in its qualitative, flowing givenness; not an objective world ‘out there’, but a humanly relational world” (Todres, Galvin, & Dahlberg, 2007, p. 55). Ashworth (2003) contends that the lifeworld is an:

Essential structure fundamental to human experience and that to speak of lifeworlds is to focus on the distinct actualizations of the lifeworld-structure, which is evidenced locally and temporarily by the co-presence of particular individuals with their special set of projects. (p. 146)

Husserl believed the lifeworld has essential constituents or structures that were invariant across a specific phenomenon (Todres & Holloway, 2004). Understanding how these essential constituents or structures of one’s lifeworld are integral to the phenomena under study will also add richness and believability to a theatrical production. As Husserl began to explore the common constituents of the lifeworld, later phenomenologists such as Heidegger (1962) and Merleau-Ponty (1962) further developed these concepts (Todres, al., 2007). For example, Heidegger (1962) proposes that temporality, spatiality and embodiment are essential shared dimensions of the lifeworld. Ashworth (2003), however, feels Heidegger and other classical authors of phenomenology did not present a comprehensive description of essential features of the lifeworld. He offers a limited list of dimensions that could be used in the description of the lifeworld including a selfhood, sociality, embodiment, temporality, spatiality, project, and discourse (Ashworth, 2003). Referring to increasing our understanding of patient-led healthcare, Todres, et al. (2007) emphasis the following lifeworld constituents: temporality, spatiality, intersubjectivity, embodiment, and mood. The lifeworld, like realistic theatre, is comprised of elements of day-to-day living. Theatre can comprehensively show a phenomenon “in all its complexity, sense and texture” (Gray, et al., 2000, p. 169).

Todres and Holloway (2004) assert, “The group of people that implicitly understand the lifeworld best are storytellers, who do not separate categories such as mind and body, inner and outer” (p. 81). Writing a play is a process of dramatizing the data  ADDIN EN.CITE (McLaughlin, 1997; Saldaña, 2003, 2005, 2008). “A good playwright seeks out the truth and shares it with an audience” (Downs & Wright, 1998, p. 8).

Aesthetic Phenomenology and Theatre





Another connection between theatre and phenomenology is the concept of embodiment. Embodiment refers to “the lived body; one that is not best described by chemicals and neurons but by how we bodily live in a meaningful way in relation to the world and others” (Todres & Galvin, 2008, p. 57). A common goal of phenomenology is to provide descriptions of phenomena and their essences (Dahlberg, 2006). A common goal of theatre is to communicate embodied phenomena. Kontos and Naglie (2007) stress that dramatic theatrical performance:

Privileges the phenomenological complexity of everyday life and recovers the experiential immediacy of the body that was present in the original data-gathering situation. (p. 807)

In a theatrical production, actors breathe life into characters through embodied empathy (L. Finlay, 2005) in order to accurately portray the emotional qualities of the characters. When actors are able to bring out all the evocative and emotional aspects of a phenomenon, the audience can also empathically embody the experiences of the phenomenon being portrayed. Denzin (2003) believes that performance has a critically reflective, empathetic and evocative capacity to move the audience.

Fusion of Horizons and Research-based Theatre

Other concepts embedded in phenomenology that can relate directly to theatre are horizons and fusion of horizons (Gadamer, 1989). Horizons are our worldview—all that we can see based on our knowledge, experience and positioning in the world. When we are open to other’s horizons, we are able to expand or fuse our horizons. A phenomenology-based theatrical production is a communicative event allowing fusion of horizons at four levels: 1) during the initial research between the researcher and the research participants; 2) during script development when the researcher fuses the horizons of the participants into characters and a cohesive playscript; 3) during pre-production between the playscript, researcher, director, actors, designers and other production staff; and 4) during the presentation of the theatrical event between the script, the actors and the spectators or audience. The play in its full production is the culmination of the fusions of the horizons.

Phenomenology and Theatre Summary

Even with the complementariness of phenomenology and theatre, there is very little written about their combined use to display phenomenological studies. Although phenomenology offers multiple benefits to increasing healthcare practitioners’ understanding of patients, researchers complain that phenomenological studies are not readily available to people outside of phenomenological community who could utilize the findings (S. Halling, 2002; Polkinghorne, 1989). Halling (2002) proposes the following ways to make phenomenology more accessible:

1) emphasizing the value of phenomenological research for an understanding of human phenomena, 2) including in the research report the story of the research project as a process of discovery, 3) using language and examples creatively, 4) writing different versions of a study for different audiences or having several levels within one study, and 5), engaging in dialogue with other writers, be they journalists or social scientists, who explore human phenomena in ways that reach a broad audience. (p. 23) 

Phenomenology-based theatre has the potential to answer some of Halling’s (2002) appeals. First, phenomenology-based theatre will not only emphasize the value of phenomenological research, but also allow a large group of people to experience the results of it in a way that is both entertaining and informative. The audience will be able to see the true power of understanding the lifeworlds of others through a creative and powerful medium. It addresses the third proposal by allowing the language and examples of the research participants to come to life in a three-dimensional space encompassing the holistic realism of the phenomenon being studied. Disseminating phenomenological studies through research does not limit the researcher from disseminating a study in other forms. What a phenomenology-based theatre production does, however, is reach a wide audience with multiple levels of experiences and disciplines. The same heartfelt emotions will reach both the experienced healthcare practitioner and a young student barely starting a career. It may also reach other social scientists willing to open a dialogue about the underlying research as well as the creative form of dissemination. It is able to do this because it is written to be heard and performed through the body and voice in a language that can be understood (both cognitively and affectively) by all. 

Aims of the Study

There are three primary aims of this study:

	To complete a phenomenological study utilizing descriptive phenomenology and heuristic research methodologies to gain insights into the phenomenon of giving loving care to a person with dementia.

	To explain the process of transforming the phenomenological study to an evocative theatrical playscript using well-established theatre theory and playwriting principles while remaining true to the integrity of the phenomenological study.





To accomplish the above aims, the study will be conducted in three distinct phases or steps. 

Phase One:
	Utilizing descriptive phenomenology and heuristic research methodologies, gain insights into the phenomenon of giving loving care to a person with dementia through in-depth interviews with family carers.

Phase Two:
	Using the findings from Phase One and basic theatre principles, develop a theatrical playscript about the lives and experiences of family carers for persons with dementia.

Phase Three:
	Prepare to produce the play as live theatre.
	Produce the play before an audience comprised of healthcare professionals including physicians and medical students, informal carers and community members.




Each of the three phases of the study is discussed in detail in the following chapters as indicated:

Chapter Two—Phase One. Before writing the play, I need to understand the experiences   of caring for a person with dementia from the perspective of informal family carers. Chapter Two will overview the methodological framework I used to conduct this study and the resulting findings of the first phase of my study. 

Chapter Three—Phase Two. Chapter Three provides a detailed discussion on the steps I took to transform my phenomenological findings into an evocative theatrical playscript. It will also include an overview of theatrical principles necessary to make this transformation. 

Chapter Four—Phase Three. The purpose of this Phase is to produce my play before a live audience. I will explain how I moved the playscript to production by bringing in a director, stage manager, actors and designers in order to perform it before an audience of healthcare professionals, students, and community members. I will also describe the process of developing an evaluation instrument and the analysis of the evaluation data, and the impact of the production on the audience 

Chapter Five—Discussion & Conclusion. In the final chapter, I will discuss my personal reflections on the process of undertaking the research. I will return to the aims of my study and discuss my results in relation to the aims. I will also discuss implications and limitations of the study. 

Significance of the Study
Although discussions on ethnographic-based theatre mention aspects of phenomenology such as lifeworld (Denzin, 2003; Saldaña, 2008), there is very little written specifically on the use of phenomenological data as the basis for writing a research-based theatrical script. Researchers who disseminated their data through research-based theatre either gathered the data before considering theatre as a means of dissemination, or failed to discuss how they used theatre principles to guide their methodological framework. There is also little written about how the audience perceives or makes meaning of watching a realistic, evocative, phenomenology-based production, especially a full-length, story-based play. Early studies on shorter research-based theatre productions speak only minimally of evaluation data collected through more standardized formats such as Likert scales, guided open-ended questions and telephone interviews. Comments to the open-ended questions, however, focused primarily on the audience’s interest and enjoyment of the play, their resonance with the material presented (Gray, et al., 2000) and/or the most helpful or upsetting parts of the play (Sinding, Gray, Grassau, Damianakis, & Hampson, 2006). None of the studies focused specifically on the relationship between a phenomenology-based theatre production and the audience’s level of empathy. Also, none of these studies mentioned that medical students were included in their audience.

This study is significant in several ways. First, methodologically it will add a new dimension to research on medical education offering a new tool, phenomenology-based or lifeworld theatre, to teach the affective dimension of empathy by increasing the audience’s understanding of real human lifeworld experiences. It will offer a detailed description on how to transform phenomenological study to a holistic and realistic dramatic playscript utilizing sound principles of drama. It will also provide a more comprehensive picture of how an audience responds to a phenomenology-based playscript. Lastly, it will provide the reader with an understanding of the impact of a realistic, phenomenology-based play on audience empathy.
CHAPTER TWO: PHASE ONE THE PHENOMENOLOGY

Creative work begins with ideas about the nature of human existence,
and the writer’s store of ideas spurs the creative act. 




The aim of this study is to expand our understanding and describe the impact of an evocative theatrical production, based on a phenomenological study of informal/family carers for people with dementia, to an audience comprised of physicians, medical students, informal carers and community members. Before I can write a play, I must conduct a phenomenological study on people giving loving care to a person with dementia. This chapter will be divided into two parts: Part 1—The Methodology Used to Answer My Research Question and Part 2—The Phenomenological Findings.  In Part 1, I will discuss the process undertaken to complete the phenomenological study.   Part 2 includes the results of the study. The question I wanted to explore in Phase One of my research is: What is the essence and meaning of the experience of giving loving care to a person with dementia ?

PART 1 – METHODOLOGY USED IN PHASE ONE

As I began to explore a potential design for my study, I wanted to find an approach that would offer an in-depth understanding of the experience of giving loving care to a person with dementia while at the same time allow for empathic understanding. I also wanted a method that supported and appreciated researcher subjectivity and participation in the research process since I had personally lived through this phenomenon as a carer. The fact that I lived through the experience indicates how deeply I am embedded in the research and how I used my experience to help me approach my question methodologically. Lastly, I wanted a method that lends itself to an empathic, expressive portrayal of the phenomenon being studied. Therefore in Phase One, I decided to use a blending of descriptive phenomenology (Giorgi & Giorgi, 2003; Todres, 2005) and heuristic research (Moustakas, 1990) in the first phase of my study. This would allow me to attend to the intuiting phenomenological approach to discover the essential structure of the phenomenon, as well as the expressive empathic phenomenological approach to expand understanding of the subjective feelings and meaning given to the phenomenon (Willis, 2004, 2008b). In Phases Two and Three, I will use a combination of theatre theory, playwriting and research-based theatre methods to develop an evocative portrayal of the phenomenon.

Phenomenology as a Method
To have a more in-depth understanding of how people giving loving care to a person with dementia made meaning in their lives, I turned first to phenomenology. As Van Manen (1990) points out, phenomenological human science is the study of “lived or existential meanings” (p. 11). It is a “tradition that values evidence of everyday life and therefore believes that descriptions and stories are essential for understanding human existence” (Halling, 2007, p. 2). Phenomenologists are interested in knowing what people’s experiences can tell us about a phenomenon. They are “faithful to the experience, but in a new and fresh way—in an attitude of openness and wonder” (Halling, 2007, p. 3). Their questions focus on “the meaning of lived experiences, what they are and how they are lived in concrete ways” (Todres, 2005, p. 107). The concern of phenomenologists “is to return to embodied, experiential meanings aiming for a fresh, complex, rich description of a phenomenon as it is concretely lived (Finlay, 2009, p. 6).





Currently there is an ongoing debate between phenomenologists as to what constitutes “proper” methods in the practice of phenomenology research  ADDIN EN.CITE (Finlay, 2009; Giorgi, 2006b, 2008a, 2008b, 2010; Langdridge, 2008). Methods range from Giorgi’s (2006a, 2006b, 2008a, 2008b, 2010) more purist form of psychological descriptive method to Smith’s (Eatough & Smith, 2008; Smith & Osborn, 2003) flexible interpretative phenomenological analysis (IPA). Finlay (2009) outlines six questions that are at the centre of the debate:

(1)	How tightly or loosely should we define what counts as “phenomenology”? (2) Should we always aim to produce a general (normative) description of the phenomenon, or is idiographic analysis a legitimate aim? (3) To what extent should interpretation be involved in our descriptions? (4) Should we set aside or bring to the foreground researcher subjectivity? (5) Should phenomenology be more science than art? (6) Is phenomenology a modernist or postmodernist project, or neither? (p. 7)

Finlay (2009) contends that a phenomenological method is sound if it “links appropriately to some phenomenological philosophy or theory, and if its claims about method are justified and consistent” (p. 8). Although Giorgi (2008) claims phenomenology should have some flexibility, he also states that not all variations are legitimate. “The variations have to be in accord with phenomenological principles or sound research practices” (Giorgi, 2006b, p. 354), and when modifications do occur, the research findings may be seen as less rigorous (Giorgi, 2010). He believes a major problem in phenomenological research is “the fact that the scientific practices and procedures of a science based upon phenomenology are not yet systemized or securely established…. but a tradition of established, concrete procedures acceptable to all sympathetic researchers does not yet exist” (Giorgi, 2010, p. 4). Both Finlay (2009) and Giorgi (2010) emphasize the importance of the researcher adopting a phenomenological attitude, however, Finlay (2009), as other phenomenologists (Moustakas, 1990; Smith & Osborn, 2003), does not demand that the researcher must apply “specific reductions” (p. 9).

Another disagreement between phenomenologists revolves around whether the phenomenology intends to describe the general experience of the phenomenon or elucidate individual experiences (Finlay, 2009). Giorgi and Giorgi’s (2003) psychological descriptive phenomenology, for example, focuses on revealing the essential structure (or general experiences) of the phenomenon. Others lean more toward a combination of the general and individual  ADDIN EN.CITE (Finlay, 2009; Halling, Leifer, & Rowe, 2006; Moustakas, 1990; Willis, 2008b). These distinctions are important to my study, which I will explain in a later section. Willis (Willis, 2008a) furthers the discussion by looking at two complementary approaches to phenomenology that addresses this divide: intuitive and empathic or expressive. He explains: “One focuses on the subjectivity of the person describing her or his experience and is pursued through what can be called an empathetic approach. The alternative, attempting to foreground the ‘itness’ or ‘whatness’ of the experience, is referred to here as an ‘intuiting’ approach” (Willis, 2008b, p. 52). The intuitive approach attempts to answer the question: What is the experience like? Drawing on classical phenomenology, the intuiting approach values the objectivising subjectivity of an experience and the researcher’s involvement in naming, categorizing and conceptualizing the experience (Willis, 2004, 2008a). The empathic or expressive approach to phenomenology places high value on the feelings and meanings research participants give to the experience. This approach allows the researcher to “construct a text which accounts for that experience in its wholeness” (Willis, 2008a, p. 50). Willis (2004) suggests that both dimensions are needed in a phenomenological project. 

Another disagreement stems around whether phenomenology is an art or a science (Finlay, 2009). Although phenomenologists such as Giorgi, favour phenomenology as a science, others  ADDIN EN.CITE (Finlay, 2009; Todres, 2000; Todres & Galvin, 2008; Van Manen, 1990; Willis, 2008a, 2008b) appreciate the aesthetic and artistic side of human experience. 

Lastly, phenomenologists deviate as to the extent researcher subjectivity should be involved in the research, especially the degree researchers bring their own experiences to the foreground. Husserlian-influenced phenomenologists such as Giorgi uphold the use of phenomenology reduction, where most hermeneutic phenomenologists would argue researchers’ subjectivity can never be fully eliminated from their research. Other researchers bring the researcher’s experience or the researcher-participant relationship to the forefront  ADDIN EN.CITE (Finlay & Evans, 2009; Halling, et al., 2006; Moustakas, 1990; Willis, 2008b).  Although there are many controversies among phenomenologists, Finlay (2009) points out that any research claiming to be phenomenology must “have at its core the description of ‘things in their appearing’ and focus on experience as lived” (p. 9).  

Descriptive Phenomenology
As an outgrowth of the work of Husserl, Giorgi and Giorgi (2003) have developed a guide to assist researchers wanting to practice descriptive phenomenology. Todres (2005) posits that the major difference between the earlier understanding of Husserl’s philosophical descriptive phenomenology and Giorgi and Giorgi’s (2003) work in scientific descriptive phenomenology is that philosophical phenomenology utilizes reflections on one’s own experiences whereas the scientific practice of phenomenology utilizes descriptions of other’s experiences.

Todres (2005) out remains lines the following components as central features of descriptive phenomenology:

1.	The researcher gathers detailed concrete descriptions of specific experiences from others.
2.	The researcher adopts the attitude of phenomenological reduction in order to intuit the intelligibility of what is given in the experience.
3.	The researcher seeks the most invariant meaning for the account. (p. 107)

Giorgi and Giorgi (2003) break the methodological procedures for their descriptive phenomenology into the following steps:

1.	Enter into the attitude of phenomenological reduction:
Giorgi (1997) defined the attitude of phenomenological reduction as follows:

To enter into the attitude of the phenomenological reduction means to (a) bracket past knowledge about a phenomenon, in order to encounter it freshly and describe it precisely as it is intuited (or experienced), and (b) to withhold the existential index, which means to consider what is given precisely as it is given, as presence, or phenomenon. (p. 240)

2.	Read the transcribed interviews for a sense of the whole description:
After adopting the attitude of phenomenological reduction, the researcher reads each transcript (multiple times) to get a sense of the whole experience which will later provide an intuitive reference to understand specific details.

3.	Discrimination of meaning units:
Still within the attitude of phenomenological reduction, the researcher rereads each transcript marking each time a change of meaning occurs with reference to the phenomenon studied.

4.	Transform meaning units into psychologically sensitive expressions:
Still within the attitude of phenomenological reduction, the researcher transforms the respondents’ everyday language into more general expressions that highlight the psychological meaning for the phenomenon of study.

5.	Determination of essential general structure or structures: 
Synthesize transformed meaning units into a consistent statement of the invariant themes that run through the different experiences in a way that expresses these themes in a discerning and integrated way. The general structure is meant to express what is truly essential about a series of experiences of the same phenomenon, although it is not meant to be universal.

6.	Practice imaginative variation on the transformed meaning units:
Stretch the boundaries of various aspects of the experience by either adding or subtracting to the proposed transformation until they no longer describe the experience in order to see what is truly essential about them. Through imaginative variation, develop and describe the most invariant themes and connected meanings belonging to the experience. Only constituents or relationships that are defining for the phenomenon are included. The criterion is that the structure would be drastically altered if a key constituent was removed. 

7.	Intuit holistically a sense of the different accounts of the experiences as well as the transformed insights contained in the discrete meaning units to articulate a formulation that synthesizes the typical themes arising from the lifeworld descriptions:
Keeping in mind scientific concerns such as descriptive adequacy (Ashworth, 2000) and the communicative concern of finding a way to express the general structure in a narrative form that facilitates understanding, the researcher selects constituents of the structure along with empirical variations. The general structure is made up of constituent parts that relate to one another in a coherent way. Each constituent can be supported with reference to different quotations from the respondents’ narratives. 

The conclusions of descriptive phenomenology are “experientially intelligible insights about the lifeworld that are transferable in ways of seeing other lifeworld experiences of similar type (Todres, 2005, p. 115). Although there is no claim that the findings are exhaustive of the experience being studied, descriptive phenomenology does offer a deeper understanding of the phenomenon (Todres, 2005). Since understanding the meaning of the carers’ experiences is essential for the foundation of writing a research-based theatre production, I felt that descriptive phenomenology was an appropriate methodology to use in Phase One. This methodology will allow me to explore the essence of caregiving inductively and holistically, illuminate the essential themes of giving loving care to a person with dementia, and allow me to use this information as a foundation for my play.

Heuristic Research
Heuristic research is a form of phenomenological inquiry that emphasizes the personal experience and insights of the researcher (Patton, 2002). Although heuristic research inquiry is a derivative of phenomenology, Douglas and Moustakas (1985) profess four major differences:

1.	Heuristics emphasizes connectedness and relationships, while phenomenology encourages more detachment in analyzing an experience.

2.	Heuristics leads to “depictions of essential meaning and portrayal of the intrigue and personal significance that imbue the search to know,” while phenomenology emphasizes definitive description of the structure of the experience.

3.	Heuristics concludes with a “creative synthesis that includes the researcher’s intuition and tacit understandings, while phenomenology presents a distillation of the structures of experience.

4.	Whereas phenomenology loses the persons in the process of descriptive analysis, in heuristics the research participants remain visible in the examination of the data and continue to be portrayed as whole persons. Phenomenology ends with the essence of the experience; heuristics retains the essence of the person in experience. (p. 43)

Patton (2002) delineates two narrowing or focusing elements of heuristic research within the broader framework of phenomenology:

First, the researcher must have personal experience with and intense interest in the phenomenon under study. Second, others (coresearchers) who are part of the study must share an intensity of experience of the phenomenon.... Heuristics is not inquiry into casual experience. Heuristic inquiry focuses on intense human experiences, intense from the point of view of the investigators and coresearchers. (p. 107)

These two elements make heuristic research particularly appropriate for my study. Caring for my mother with dementia was one of the most intense and profound experiences of my life. It has propelled me into an internal search to find meaning in my own life and, at the same time, sparked my interest in how other carers experienced the same phenomenon. The ability to immerse yourself wholly in your own experience and that of others is what Tesch (1990) claims is the “hallmark of heuristic research” (p. 70).

Within the framework of human science, heuristic inquiry is a “philosophic and conceptual orientation, containing key ideas drawn from existentialism and phenomenology” (Douglass & Moustakas, 1985, p. 53). The word heuristic comes from the Greek word heuriskein, which means to discover or to find. Moustakas (1990) defines heuristic research as a “process of internal search through which one discovers the nature and meaning of experience and develops methods and procedures for further investigation and analysis” (p. 9). It is a form of human science research that revolves around the researcher’s effort to discover the essence of a lived phenomenon or significant human experience “through the internal pathways of the self” (Douglas & Moustakas, 1985, p. 39). The researcher asks, “What is my experience of this phenomenon and the essential experience of others who also experience this phenomenon intensely?” (Patton, 2002, p. 107).

Heuristic research inquiry evolves from the researcher’s own life experience—from a question or problem that he or she has experienced directly (Moustakas, 1990). The passion the researcher brings to the discovery process is perhaps the major component distinguishing heuristic research from other forms of human science (Douglas & Moustakas, 1985). Once the question has been posed, heuristic researchers seek to understand the total phenomenon in a scientifically organized and disciplined way. Moustakas (1990) believes the “story of a crucial human experience must be told in such a way that in itself it enables self-transformation” (p. 13).

Frick (1987) describes the investigative process as “a rigorous definition, careful collection of data, and a thorough and disciplined analysis” (p. 79). Researchers must bring a passionate, disciplined commitment to the search. They must actually live the question internally; record hunches, ideas, and essences as they emerge; and consult with others regarding the phenomenon or experience (Douglas & Moustakas, 1985). According to Moustakas (1990), heuristic research is a way of “engaging in scientific search through methods and processes aimed at discovery; a way of self-inquiry and dialogue with others aimed at finding the underlying meaning of important human experiences” (p. 15).

Central to heuristic inquiry is the process of self-dialogue and mutual self-disclosure. The researcher shares personal experiences of the phenomenon with participants as a way of creating empathy and facilitating disclosure from others. The researcher and the participants can jointly “express, explore, and explicate the meaning within their experiences” (Moustakas, 1990, p. 17). The researcher’s story thus becomes part of the data and the final renderings of that data.

Moustakas (1990) delineates the following phases of the heuristic research process:

1.	Initial engagement
The researcher finds a topic of passion and great interest that has important social meaning and implications in which he or she has direct experience. The research question emerges from this passion.
2.	Immersion
The researcher lives the question being studied and is alert to virtually all possibilities (including people, places, readings, etc.) where meaning about the topic might be discovered.

3.	Incubation
A time of quiet contemplation where the researcher retreats from the intense focus on the question allowing for intuitive or tacit insights and an increase in understanding of the phenomenon being studied.
4.	Illumination
By remaining open and receptive to tacit knowledge and intuition, the researchers gains new clarity of knowing allowing an expanded awareness of the vividness and textures of the phenomenon. Themes and patterns begin to emerge along with new discoveries and revisions of previous understanding.
5.	Explication
Through a process of focusing, self-dialogue, and reflection all that has been brought to conscious awareness about the phenomenon, core themes and patterns are delineated and new relationships are discovered.
6.	Creative synthesis
The researcher brings all parts of the phenomenon and principal themes that have been emerged during the heuristic process together into a whole to creatively and meaningfully illustrate patterns and relationships.
7.	Validation of the heuristic inquiry
Validity in heuristic research is explored in regards to meaning and can be determined in the following ways: whether or not the creative synthesis portrays the meaning and essences of the phenomenon in a comprehensive, vivid, and accurate way incorporating all essential and adequate meanings. Validity can also be obtained through feedback from participants and/or others.

Involving the researcher as a participant in the data is not limited to heuristic research. Feminist researchers challenged traditional interview formats  ADDIN EN.CITE (Ellis, 2008; Gorelick, 1991; Oakley, 1981; Reinharz & Chase, 2002; Reinharz & Davidman, 1992), opting for more creative and interactive methodologies that abolish the distinction between the researcher and the researched (Reinharz, 1992). One way they have found to do this is through researcher self-disclosure.

Interviewer self-disclosure takes place when the interviewer shares ideas, attitudes, and/or experiences concerning matters that might relate to the interview topic in order to encourage respondents to be more forthcoming. (Reinharz & Chase, 2002, p. 79)

Interpretive social scientists also promote the interactive interview (Ellis, 2008).

Interactive interviewing is an interpretive practice for getting an in-depth and intimate understanding of people’s experiences with emotionally charged and sensitive topics…. Emphasizing the joint sensemaking that occurs in interviewing, this approach involves the sharing of personal and social experiences of both respondents and researchers, who tell (and sometimes write) their stories in the context of a developing relationship. (Ellis, 2008, p. 443)

Autoethnographic research (Ellis, 1998) also focuses on the researcher’s experience. I have often been asked to explain the differences between heuristic research inquiry and autoethnography. After searching the literature, I found that there is very little written about their differences. I will attempt to describe the differences I see between the two methods, although I do not claim to be an autoethnographer. First, as Wall (2006) pointed out, autoethnography and heuristic research inquiry come from two different philosophical and theoretical traditions. Heuristics research foundations lie in the tradition of phenomenology where the focus is on understanding the meaning of an experience. The researcher’s background and personal experience are tools that help the researcher better understand that experience. Autoethnography is based in ethnography and holds the philosophical perspectives of postmodernism that privilege a variety of ways of knowing including the personal voice of the researcher. Autoethnography in more interested in the researcher’s understanding of the experience.

 Patton (2002) emphasizes the differences in the foundational question researchers ask in each discipline. In autoethnography, the researcher asks, “How does my own experience of this culture connect with and offer insights about this culture, situation, event, and/or way of life?” (Patton, 2002, p. 84). In heuristic research, the researcher asks, “What is my experience of this phenomenon and the essential experience of others who also experience this phenomenon intensely?” (Patton, 2002, p. 107). It is easy to see the philosophical underpinnings in Patton’s (2002) phrasing of the questions. Also important, however, is that heuristic research can be conducted with multiple research participants including that of the researcher. 

Although still in the field of ethnography, duoethnography may be more closely aligned to heuristic research than autoethnography. Duoethography, a relatively new research genre developed by Rick Sawyer and Joe Norris, differs from autoethnography by exploring multiple perspectives of a phenomenon by two or more individuals. The individuals involved in a duoethnography are included in every stage of the research process including interviewing, data analysis and writing the findings  ADDIN EN.CITE (Norris, 2008; Sawyer & Norris, 2009). As Norris (2008) explains:

Each author of a duoethnography piece is both the researcher and the researched. The team employs storytelling to simultaneously generate, interpret, and articulate data. Stories beget stories and—like interview questions—the stories enable the research-writing partners to recall other past events that they might not have remembered on their own. Their stories weave back and forth in juxtaposition to one another. (p. 234)

Lastly, Moustakas (1990) outlines a specific set of steps or phases for the heuristic process, although there is little description or clarity of how to conduct each phase. With autoethnography, there seems to be a variety of methodological approaches used (McIlveen, 2008).

Approaching My Study Using a Blended Phenomenological Approach
In the following sections, I will discuss the methodology I used to complete Phase One of my study. Using both an intuitive and an empathic approach to phenomenology, I will use a blend of both descriptive phenomenology (Giorgi & Giorgi, 2003 and Todres, 2005) and heuristic research inquiry (Moustakas, 1990) to answer the question: What is the essence and meaning of the experience of giving loving care to a person with dementia? Although Giorgi (2010) supports a more purist form of phenomenology and adamantly disagrees with many aspects of Moustakas’ (1990, 1999) heuristic research method, I believe it is because of these differences that a combination of the two methods would best meet the objectives of my study. I agree with phenomenologists who encourage the use of aesthetics in phenomenology  ADDIN EN.CITE (Finlay, 2009; Moustakas, 1990; Todres, 2000; Todres & Galvin, 2008; Van Manen, 1990; Willis, 2008a, 2008b), support the importance of both the general and individual components in data analysis  ADDIN EN.CITE (Finlay, 2009; Halling, et al., 2006; Moustakas, 1990), and foreground the subjectivity of the researcher (Halling, et al., 2006; Moustakas, 1990) and the relational quality of the researcher-participant interaction (Finlay & Evans, 2009). These criteria are especially critical if phenomenology data will be used to develop a realistic playscript. Descriptive phenomenology allows me to focus on the “whatness” and the essential structure of the phenomenon. This general “barebones” description is needed to help develop the plot of the play. Heuristic research (1990) inquiry will focus on the empathic “feeling” aspects of the phenomenon. Although heuristic research also looks at general themes, it puts emphasis on individual experiences. An expressive heuristic inquiry will allow me to bring the characters to life in a full creative synthesis.

Although Giorgi disagrees with other researchers modifying his methodology, his greatest criticism of doctoral student dissertations is that they do not offer a transparent description of how they modified his methodology so other researchers can check their results or replicate the study  ADDIN EN.CITE (Giorgi, 2006a, 2008b, 2010). To alleviate any concerns of this matter, I have added a detailed chart comparing the steps in descriptive phenomenology (Giorgi & Giorgi, 2003; Todres, 2005), heuristic research (Moustakas, 1990) and the blended methodology I used in my study. This chart can be found in Appendix D.


Researching a Topic of Great Interest and Passion
I have followed my interest and dwelled in this topic for many years by studying gerontology and geriatrics with a focus on the needs of dementia patients and their family carers. I have been involved in Alzheimer’s support groups and have done volunteer teaching for the local Alzheimer’s Association. I have read numerous books and research articles on dementia carers and attended and presented at conferences concerning ageing and caregiving issues.

Although an understanding of the essences and meanings family carers allocate to their caregiving experience is necessary, my interest in this topic went beyond just studying the experience. I lived the life of a carer for almost 7 years, giving me the direct experience required in a heuristic-based study. Coming from both my experience as a carer and a gerontologist, I directed my passion to finding ways to more creatively communicate research findings in order to positively impact healthcare practice as well as the lives of people caring for a loved one with dementia.

Selecting a Research Site and Research Participants
Selecting a research site was an important consideration. I needed a cohesive transition between all three phases of my study for it to be successful. I needed to be able to produce my play for an audience of medical students, physicians and other healthcare professionals in order to determine if a phenomenology-based theatre production would allow them greater understanding and empathy for people caring for loved ones with dementia. I received an agreement that my play could be produced at a medical school in the US. The University of Texas Medical Branch (UTMB) in Galveston, Texas had agreed to assist me and to help me secure funding for the project. Since I knew the play would be produced in Galveston, I wanted to locate research participants from that area. Even though my doctoral degree is coming from the UK, I needed US participants due to the major differences in structure of the medical systems in the two countries.

Once that decision was made, I needed to locate study participants who had relevant lifeworld experiences and were able to describe them in context and richness. I utilized a purposive heterogeneity sample format (Patton, 2002) to acquire information-rich cases across a great deal of variation. I am interested more in the breadth of the experience, therefore the only delimiting criteria I used to select carers was that they were caring for or had cared for a family member (e.g., a spouse, parent, sibling, child, etc.) with dementia. Having a wide perspective of the phenomenon will allow me more flexibility in developing a playscript in the next phase of my study. 

A director at a local adult daycare centre in Galveston, Texas helped me obtain participants for my study. I prepared a flyer (Appendix A) outlining the goals of the research, my involvement in the research, and expectations and commitments of involvement. The director posted the flyer on the information board at the centre and sent it out to everyone on their mailing list. In the flyer, I briefly explained my history as a carer for a mother with dementia in hopes that the information would ease concerns about being interviewed as well as to begin building trust with the participants.

Eleven people volunteered to participate in my project. One person, however, was caring for an elderly spouse with a chronic disease other than dementia. I excluded that person from my sample. I ended up with ten people meeting my criteria (seven females including two spouses, six adult daughters and one mother and three males all caring for wives). Table1 lists the pseudo-names of my participants, their gender, ethnicity, age and care recipient.

Table 1.  Participants in the phenomenological research study on people giving loving care to a person with dementia.












*    Non Hispanic

Ethical Considerations
Before interviewing participants, I went before the Human Subjects Internal Review Board (IRB) at (UTMB) to seek approval of my study and to make sure all ethical protocols were followed. I developed a staged consent form (Appendix B) that would allow my study participants to partake in each stage of my study if they so desired. All ethical issues and expectations were outlined in the documents. UTMB’s IRB granted approval for the research. I explained all information as well as let participants read the information in the consent form. By signing the first form, all participants agreed to their story being shared through the play. I did bring information concerning the local Alzheimer’s Association and local resources for carers if the participants wanted or needed information or counselling concerning issues brought up in the interview.

Data Collection
When interviewing my research participants, I used a combination of semi-structured, conversational (Patton, 2002), and interactive interview (Ellis, 1998, 2008) styles. I focused on four broad topical areas during the interview: 1) the carer’s relationship with the person with dementia prior to diagnosis of the disease, 2) the experience of caring from the time they found out the person had dementia, 3) what the carer had learned about themselves through the experience of caring, and 4) what the carer would like to share with physicians or young medical students about the experience. During the interview, I utilized both explanatory and empathic questions (Willis, 2004; Willis & Smith, 2000); first asking what the experience was like. If the participant failed to discuss their emotional experience with the phenomenon, I followed with questions about the participant’s feelings in regard to the experience. 

Previous to conducting interviews with participants, I asked another qualitative researcher to conduct an interview with me about my experience of giving loving care to a person with dementia using the above questions. This was helpful in three ways: 1) as a pilot, it allowed me to test my questions before using them in interviews with others, 2) it allowed me to reflect on my own experience and reflexively look at any biases or prejudices I might have concerning the phenomenon (both immediately and throughout my project), and 3) it gave me a detailed account of my experience as a carer. This interview was audiotaped and later transcribed and used in data analysis, just as each other participant.

When conducting interviews with my research participants, I opened each participatory interview by describing the purpose and objectives of my study as well as how my own personal interest in the research topic evolved from my experience as a carer for my mother. Using the heuristic research model of self-disclosure, I explained how I would share a little of my own background as a carers throughout the interview. In heuristic research, self-disclosure is a central component where the researcher “comes to understand the essence of the phenomenon through shared reflection and inquiry with co-researchers” (Patton, 2002, p.108). I also explained the staged consent form and requested their signature on the first form, which would indicate their permission to be interviewed and audiotaped. I later gave them a copy of the signed consent form. I told the participants the four areas of focus prior to starting the interview and then allowed them to take the conversation in directions they chose as long as all four topical areas were discussed. 

Moustakas (1990) does not give a thorough explanation of how the researcher shares his or her experience during the interview. Therefore, I purposely held back from sharing my experiences except for the brief overview I gave at the beginning of the interview. I did this as an acknowledgement to the concern many phenomenologists have about the researcher bringing preconceived ideas to the research  ADDIN EN.CITE (Dowling, 2007; Giorgi & Giorgi, 2003; Moran, 2000; Moustakas, 1999; Todres & Wheeler, 2001; Van Manen, 1990). I looked for appropriate times to mention incidents in my experience that either coincided with the participant’s experience or differed from it. Even in holding back, I found it interesting that several of my research participants would ask me questions about my experience; one even made statements “I am sure you experienced this” or I am sure you understand.” One woman shared a story about her father’s bowel incontinence; later commenting that she probably would not have shared that experience if I had not also been a carer for my mother. Before sharing my experience, I felt I had already made a positive and trusting connection with my research participants. Interestingly, when I did share my experience, I found it led many carers to go into a deeper into their experience. Some would talk about how their experiences were similar while others would note the differences. For many, just hearing my story allowed them to reflect deeper on their own experiences. For some research participants, my story would bring something up for them to discuss that had nothing to do with my story. This finding supports Jourand’s (1968) claim that self-disclosure elicits disclosure and thus provides richer, more comprehensive information from research participants. It also confirmed Gadamer’s (1989) belief that we attempt to understand others’ horizons in relation to our own. This dual sharing during a heuristic interview allowed both me, as researcher, and my research participants to use our horizons to make new meaning of the phenomenon. After the completion of each interview, I made notes about memorable moments during the encounter as well as any nonverbal reactions by the participants.

Transcribing the Interviews
I used a speech recognition program called Dragon Naturally Speaking 10 to help me transcribe my interviews. To use this software, I would listen to the taped interview through a headphone and immediately speak the same words into a microphone. The program would automatically type the words I spoke. I found this way of transcribing to be extremely helpful since I was able to focus on the participant’s words and voice instead of on typing. I was then able to mock their voice using their own vocal nuances. By doing this, I could vicariously feel the emotions that were being expressed through their words, their pauses, and their stutterings. I could hear their anguish and almost experience their tears. By hearing and repeating their words and vocal overtones, as well as looking at the notes I made during and after the interview, I was able to recall their facial expressions and movements. At certain points, I would stop and type in notes indicating the emotions I felt as well as my participants nonverbal vocal and visual clues I had noted during the interview. 

Data Analysis
During the data analysis phase, I continually moved back and forth between elements of both descriptive phenomenology and heuristic research. There are two major differences between the two forms of data analysis. The first involves the role of bracketing within the phenomenological reduction phase. Where most descriptive phenomenologists would argue that the researcher ‘brackets out’ the world and presuppositions to identify the data in pure form, uncontaminated by extraneous intrusions” (Patton, 2002, p. 485). Moustakas (1990) does not indicate that bracketing is part of the analysis process of heuristics. In fact Moustakas stresses that the self of the researcher is present throughout the heuristic process. The second difference relates to the analysis of each of my research participant’s data. Although descriptive phenomenologists emphasize the importance of understanding each individual respondent’s transcript as a whole before dividing the data into meaning units and exploring the essences of the phenomenon in a more general sense, in heuristics research the participants remain visible in the analysis of the data. An individual depiction of each researcher participant’s experience is developed around core themes illuminated in their data. In Phase Two, I will be able to utilize the creative synthesis step of heuristics research as I develop a more holistic picture of my research participants through the play’s plot and characters.

Delineating meaning units. Using both descriptive phenomenological and heuristic research methods as a guide, I immersed myself in my participants’ transcripts one by one. First I read over a transcript several times to get a sense of the whole experience for that person. Then, following descriptive phenomenology, (Giorgi & Giorgi, 2003, Todres, 2005), I carefully went through the transcripts and divided them into meaning units each time a participant’s meaning shifted during the interview. 

Transforming meaning units. After delineating the meaning units, I started the process of transforming the meaning units (Giorgi & Giorgi, 2003). As I tried to follow the approach outlined by Giorgi and Giorgi (2003), I became frustrated. I was not seeing how transforming the meaning units into psychological language was helping me to more deeply understand the participants in regard to my goal of writing a playscript. After attempting to do this for several participants, I decided to rethink the process. Giorgi and Giorgi (2003) state that the focus of this step should come from a disciplinary perspective. However, since I am not grounded in a psychology discipline, this step may have naturally been less useful to my purpose. Since I need to move the essential structure to theatre in the later phase of my study, I decided to take a different approach. The disciplines I am most familiar with are gerontology and theatre; therefore, I decided to transform the meaning units through these disciplines to gain a deeper level of understanding. 

First, following heuristic research, and thinking from the perspective of a gerontologist, I tried to go deeper into the individual’s experience. If my assumptions are right and theatre is a gateway to more empathic understanding of individuals and their experience, I felt it would help me to move into the participant’s world through their own words. To further understand my participants’ experience of the phenomenon in each meaning unit, I used my understanding of theatre to transform the meaning units into short script vignettes that displayed natural emotions, held natural dialogue and encapsulated the participant’s experience. Several theatre techniques were helpful in making this transformation. Plot is the arrangement of actions designed to tell the story of a play. Actions are activities carried out by a character that cause reactions from another character causing the other character to perform yet another action. This continues to form a scene or vignette. Good drama builds a chain of such actions from the beginning to the end of the play (Hatcher, 1966). Often, when I found these natural scenes within the meaning units, they were lacking a location or setting. Unlike other forms of dissemination, theatre requires that the data is able to be visually enacted on a stage. It must have a location and context in order to allow the play to make sense to the audience. With the goal of remaining true to the data and at the same time making the data into a theatrical scene, I found it necessary to fill in the context in order for the scene to make sense. I did this through what I called “creative embellishment.” Creative embellishment builds the data into a scene without losing the primary context of the actual data. To embellish means to make something more interesting by adding something to it. Transforming the meaning units through creative embellishment allowed me to better get in touch with my research participants’ emotions and have a more thorough understanding of the context surrounding their experiences. Appendix C shows examples of original meaning units taken from my participants’ transcripts and the transformed meaning units using creative embellishment.

Determining key constituents. After transforming the participant’s meaning units, I began looking for invariant themes and key constituents that ran through the data. I spent much time immersed in the data: reading and rereading the meaning units and then comparing them once again to the whole experience of the participants. I practiced imaginative variation on the transformed meaning units, pushing them to the edges of their possible structure to determine what was truly essential about them. I looked for variations within the constituents. I began to see invariant themes developing. Still, after moving away from the data, in much the same manner as Moustakas’ (1990) incubation period, I would go back to the data and see them in a different light. This would allow me new insights and perspectives on the invariant themes and how the key constituents related. 

After numerous cycles of both immersion and incubation, I discovered four major themes or key constituents that seemed to parallel the life course of dementia and multiple sub-themes or sub-constituents within each major constituent. As I had hoped by the selection of my participants, I had multiple variations within each constituent. 

Writing the Essential Structure of the Phenomenon




Part 2 – The Phenomenological Findings

Essential Structure of the Phenomenon of Giving Loving Care to a Person with Dementia
The trajectory of the phenomenon of giving loving care to a person with dementia follows the characteristics of a journey. Webster’s dictionary (1913) defines a journey as “a passage through life, or a passage through any significant experience, or from one state to another.” When a person cares for a loved one with dementia, they move through multiple stages. Each stage is defined by significant life experiences and consequent emotional states. The carer’s journey can be divided into four themes or stages of the carers journey: (I) “The journey begins: The first stage of the carer’s journey” is the period where the carer first notices problems their loved one is exhibiting, begins to search for answers and a diagnosis, receives and questions the diagnosis, and experiences multiple encounters with medical professionals. (II) “Moving down the road of plaques and tangles: Middle stage dementia” is the period of the carer’s journey that follows the moderate or middle stages of dementia when their loved one begins to lose aspects of their independence. It is when the carer is no longer able to hold rational conversations with their loved one and struggles to manage behaviour problems brought on by the disease. It is a period when the carer reaches out for support and professional help in order to keep their loved one in their home. During this phase, the carer finds new ways to enjoy quality time with their loved one and begins to accept them for the person they have become. (III) “Letting go: End stage dementia” is the stage of the carer’s journey that follows the end stages of the disease when their loved one loses functional abilities, and the carer is forced to make multiple ethical and medical decisions for his or her loved one including decisions about long-term care placement and death. (IV) “Looking back: A time to reflect” is not actually a stage in the carer’s journey, but a time of reflection and learning that can happen at any point during the journey when carers have time to reflect on their experience and explore the emotional components of caring, the learnings they experienced and the advice and feedback they would give other carers and physicians.

Data Representation of the Key Constituents of the Essential Structure and Their Variations
My interest in studying informal carers for people with dementia grew out of my own experience as a carer for my mother. Six-and-a-half years of my life were devoted to her care and watching someone I loved and respected disappear before my eyes. My goal in doing this research is to have a better understanding of the experience of caring and then to portray that experience on stage, yet to express the multitude of issues and emotions that encompass so many years of a person’s life so others will understand might be difficult. Several of my research participants expressed their beliefs that the only people who understand what it is like to care for someone with dementia are those living through it. My goal is to make transparent the lived experience of dementia carers so that one can do more than just read or hear their stories, but instead, can feel the pain, the love, the fear and all the other emotions that are intertwined in every aspect of their lives; to allow an audience to have an embodied empathic understanding of what it is like to care for a loved one with dementia.

Being a family carer for someone with dementia is a complex and tumultuous journey—a journey that no one has asked for, yet many carers take on with courage and determination. It is a journey that most fear, not knowing where the road they have been given will lead them, blinded by their own lack of knowledge and understanding. It is a road filled with dead ends, yet even when all seems hopeless, the traveller continues to search for and hold onto hope. Many walk down the road of caring alone feeling isolated from even their closest friends—no longer reaching out to others until they find themselves at a point of crisis. The trip once filled with love and understanding for a person they had been close to for many years changes drastically as their long-time companion down the road of life slips slowly away—piece by piece—painfully slowly.

Throughout the journey, the carer must make many decisions, especially when care recipients can no longer care for themselves. The carer is then left to carry the entire burden of the consequences of the decision. Carers are faced with the following questions. How long will I be able to keep the care recipient in my home? Where will I find help or to whom can I turn? How will I make the choice when deciding on long-term care arrangements? How do I give up my responsibilities of caring and turn them over to strangers in a long-term care facility? Do I want them to have any life extending treatments? How do I let them die with dignity?

The ten carers in my study are at different stages in their journey. Some have only started their journey. Their loved ones are still in early to middle stages of the disease. Some are watching their loved ones lose all cognitive and physical abilities as they go through later stages of dementia. Still others have lived through the entire journey since their loved ones had passed away. Out of the ten carers, seven are female and three are male. The three men were currently caring for or had cared for their wives. Out of the seven women, four were caring or had cared for their mothers, two were caring for their husbands, one was caring for her adult daughter and one was caring for her father and had previously cared for her mother. Since all of my research participants cared for a family member with dementia, I will refer to this person as their “loved one.”

Although there are many similarities in the carer journey, it cannot be denied that each journey is unique. Feelings seem to appear similar, but who am I as a researcher to say that they are the same? Therefore, I will explore the carer’s journey, looking at broad themes that appear in the data, but at each step I will show the uniqueness of the individuals involved. The carer journey is divided into four distinct periods or stages. (I) “The journey begins: The first stage of the carer’s journey.” (II) “Moving down the road of plaques and tangles: Middle stage dementia.” (III) “Letting go: End stage dementia.” (IV) “Looking back: A time to reflect.” A discussion of each stage follows. 

I. The Journey Begins
Who would have thought my life would have turned in this direction? I seemed to have a handle on my life and then I was thrown into an abyss without direction. Where do I go from here? These are the questions that played over and over in my mind as I cared for my mother. They seemed to echo the feelings of many of the carers in my study. Like me, most were not prepared for what was to come. Many had heard little about Alzheimer’s disease or dementia prior to the diagnosis. Although my carer journey was thrust upon me without warning, many of the carers’ journeys started slowly. Many missed the telltale signs of the disease, signs that they are so painfully aware of today. 

When I began my journey as a carer for my mother, I had just gone through a divorce, quit my job and moved to a new city to start a PhD program. When the journey began for Debbie, she and her husband had just sold their home to buy a bed and breakfast on the beach. Crystal had just started a new career as a hospital chaplain. Charles was working in a job that required him to travel most days of the week leaving his wife and children hundreds of miles away. Jim was a busy banking executive. Gloria was a nurse living over 800 miles from her parents. Gwendolyn was a professional in-home carer and also a long-distance carer for her mother. Jennifer was married and working in a non-profit organization. Barbara was a stay-at home mother for her 43-year-old Down’s syndrome daughter. Gayle was the sales director at a condominium resort. Gordon and his wife had just retired and were looking forward to a life of leisure and travel.

Even though the journeys may begin in different ways, carers faced similar paths when giving loving care to a person with dementia. The first stage of the carer’s journey is divided into four sub-constituents. 1) “Discovering problems: Early disease symptoms;” 2) “The journey for answers: A search for a diagnosis;” 3) “Receiving the diagnosis: The questions continue;” and 4) “The doctor, the patient and the carer mediator: The needs of patient and carers during the medical encounter.” Each of these constituents will be discussed separately. This section concludes with an overview of the essential interpretation of the first stage of the carer’s journey—“The journey begins.”

1)	Discovering problems: Early disease symptoms.  The beginning of the carer’s journey was identified when the carer first discovered the signs and symptoms of dementia in their loved one. For some it evolved slowly to the point that the carers didn’t even notice the slight changes in their loved one’s personality. Some carers saw early signs of the disease, but since they were not aware of the symptoms of dementia, they did not understand the significance of what they were observing and often blamed their loved ones’ problems on other issues such as their personality or other health issues. Long distance carers were further challenged to see the signs of dementia since they had less physical contact with their loved ones. Many carers believed that if they had been aware of the problems earlier or been able to identify them as symptoms of dementia, they may have been able to take additional actions that might have helped their love one during the early stages of the disease.

I had no idea my mother was having problems until after she was hospitalized with viral meningitis and encephalitis. I later discovered from my mother’s neighbour that she had been having memory problems for quite some time. One neighbour told me that when my mother went grocery shopping, she would always stop to see if she needed something. Often, when she asked my mother for something, my mother would bring a completely different item back. I found it amazing that I had not picked up on these signs myself. 

Charles was also unaware of his wife’s early signs of dementia since his job required him to travel extensively. His wife was only 53 years-old at the time. She was working full-time and taking care of three teenagers. Charles described the situation.

I drove back and forth between Dallas and Houston for probably a total of... 8 or 10 years—something like that—about every week. So I never realized all the things my wife was doing. And then two of our kids came down to go to college, and one was still living there. And I never realized all of the things that were going on, because I was only there, you know, basically, two or three times a week. 

Others began to see the early signs of dementia, but weren’t sure of the significance of what they were observing. Barbara explained.

At the time, I had no idea what had happened. I just knew something had happened to her. 

Crystal was also unsure of what was happening to her husband.

I didn't know how severe it was. I couldn't tell from the outside. And he would express his problems as, “I just can't remember.” But he's always been very quick, very fast, and he's always given everybody else stuff to do. He was the manager—the boss. So he didn't have to remember the details. 

Living hundreds of miles from her mother, Gwendolyn did not have the opportunity to observe her mother’s memory problems. She recalled when her aunt called and asked her to look in on her mother, but she admitted she wasn’t prepared for what she saw.

She was not doing her laundry, her dishes. Those were the things that she always did. She always mopped the floor every day. She always washed her towels every day and hung them out. And it was just, sort of mind-boggling when I walked in—sort of overwhelming. Then she said, “How long are you all going to be here?” And we said, “Oh, Mom, until the weekend.” Then, maybe not even a half a minute, she asked the same thing again. “How long are you going to be here?” And I let it go, and I said, “Um, this is really eerie.” I said, “Mom, we're going to be here until the weekend.” So she asked that continuously that afternoon. And then once nighttime settled in, and we were there, she started to settle down. We had dinner, and I tried to question her and ask her about different things. And, sometimes they would be right, and sometimes not. So this went on and on

Several carers were aware of the early signs but had no idea they might be caused by dementia. They often blamed the problems on other things. For example, Debbie was not aware of her mother’s problems until she moved her mother across the state to be closer to her. When she saw minor changes in her mother’s habits, she attributed these early signs of dementia to other causes.

I find that she is still paying a cable bill at [her old home]. She's paying a cable bill for the senior centre. And I'm like, “Mother, did you know you’re paying for cable at the senior centre?” “No! How did that happen?” And I'm like, “Wow, she’s really under stress.” Now she has a hearing difficulty. And, she would chalk a lot up to, “You didn't tell me.” So, we were bickering before we moved on her hearing. And I said, “Mother, you have got to get your hearing tested. You need a hearing aid.” And, she thought that was the cruellest thing I ever said to her... that her hearing... So it was about her hearing that was blamed for a lot of things …And, she was a compulsive person anyway.

Gloria also saw early signs but waved them away as other problems.

She used to measure out her water that she wanted to drink for the day and put all the glasses in the cabinet. And that was me thinking, she was eccentric. And another thing that happened, she was still driving and she would come home and forget to close the car door. She parked on the street, or, she parked pretty far away from the curb. So, I was thinking it was more visual. 

Jim admitted that there may have been missed signs, but that he was abruptly awakened to his wife’s problems when she came home from the office one day and “announced that she was going to kill herself.”

All the carers faced similar paths when giving loving care to a person with dementia, even though their journeys may have begun in different ways. Although a few carers were abruptly roused to the immediate and critical nature of the problems their loved ones were facing, life went on for many with little change. The awareness that something was wrong with their loved one was slow in coming. Early signs of dementia were either missed by the carers or dismissed as symptoms of other problems. At this point of the journey, when the carers dismissed the symptoms to other problems such as hearing or eccentricity, they seemed to do so honestly and not as a means of denial. Several carers mentioned that if they had been aware of the problems earlier, they may have been able to take actions that might have helped their love one during the early stages of the disease.

2)	The journey for answers: A search for a diagnosis.  No matter how the journey began for the carers, as they became aware of their loved one’s problems, their lives became inundated with questions. First and foremost, the carers wanted to know what was happening to their loved one. They wanted to restore normalcy in their loved ones’ lives. This desire to find answers led the carers on a long and often frustrating journey as they searched for a diagnosis. This journey for answers often began with a visit to a GP, but was inevitably followed by visits to numerous doctors and multiple specialists. 

As a carer, once you become terribly aware of the problems, you desperately start searching for answers. Unlike most of the carers I studied, my mother’s dementia was complicated by a seizure disorder that resulted from the viral meningitis and encephalitis. Every few months she would have uncontrollable seizures that often left her in a comatose state for anywhere from a few days to several weeks. My mother went from doctor to doctor—specialist to specialist—but no answers were found. In fact one neurologist just called her his “puzzle.” Although the complexity of her problems was different, the journey was similar for the other carers in my study as they began the search for a diagnosis. Probably most heartbreaking and frustrating, however, was the lack of a solid diagnosis. As Barbara described:

I just knew something had happened to her. And we went from doctor to doctor, and they had all kinds of theories, but nobody knew.

Charles admitted that his wife had seen her GP and multiple specialists over a six-month period, but no one was able to tell him what was wrong with her. He expressed his frustration.

Well, we went to the doctor two or three times before they... you know, they kept saying, “Well, we can't find anything wrong.” “Well, something's wrong. I can guarantee there's something wrong.”
 
Charles’ search for answers was made more difficult by his wife inability to communicate. At that time, since she was still in a very early stage of dementia, she was going to her doctor’s appointments alone. But even then, she was unable to remember what transpired during the visit.

And she would go to the doctor and she would come back and I would ask, “Well, what did he tell you to do for it?” “Well, I don't remember.” And I would tell the doctor, “She can't remember anything.” And he just said, “You know, you need to be more specific,” or something. And they wouldn't write it down or anything…. I don't know, you think the doctors would realize you can't just verbalize it. You need to put it down—write it down you know, the medication, the procedure, or whatever.

The carer’s journey began when he or she realized something was wrong with their loved one. It was at this point that they initiated what was almost a desperate search for answers. They wanted to know why their wife, husband, mother, father or daughter had changed. Perhaps this long and often frustrating journey to find answers was precipitated by the carers’ desire to restore normalcy in their lives. The journey often began with a visit to a GP, but was inevitably followed by visits to multiple doctors and multiple specialists. Often there were no solid answers, just speculations and theories. The carers were discouraged with the lack of specifics in the diagnosis which seemed to keep them on the continuous journey to search and exhaust all possibilities until an answer could be found.

3)	Receiving the diagnosis: The questions continue.  Perhaps what was most difficult for the carers during this time was the lack of a solid diagnosis. It is well known that there is no test that is 100% conclusive in detecting Alzheimer’s disease; therefore, the diagnosis most often given to their loved ones was “probable Alzheimer’s.” Not having a definite diagnosis, however, was troublesome for these carers and was most often the impetus for getting a second and, perhaps, a third opinion in order to find a more concrete diagnosis. A few of the carers were actually told that their loved ones had Alzheimer’s disease or vascular dementia, but these carers also had a difficult time accepting the diagnosis. They were not sure if they could trust the doctor or the diagnosis and didn’t want to believe that the difficulties their loved ones were experiencing were a direct result of dementia. If they accepted the diagnosis, they would also have to accept that someone they had been close to for many years had a disease that would rob them of all their cognitive and physical abilities—a disease that has no cure and no hope. Most carers were not prepared for that outcome. 

In my mother’s case, doctors would often give a diagnosis of “probable Alzheimer’s’” since the tests were not conclusive. Not having a definite diagnosis, however, was extremely troublesome for most of the carers. They didn’t want to believe that the difficulties their loved ones were experiencing were a direct result of dementia; therefore, they continued to search for other possibilities, hoping to find not just a diagnosis, but also a way to bring the loved one they once knew back to them. I know that I begged my mother’s doctors to tell me what was wrong with her—to give me a definite diagnosis, so I could know what we were dealing with. I wanted them to send her to a clinic that specialised in neurological problems, like the Mayo Clinic or Johns Hopkins, since she kept going into comatose states about every three months for the first two to three years of her illness. I knew that was not normal, but the only diagnosis I could get from the doctor was “probable Alzheimer's.” I kept questioning, “Does Alzheimer's cause people to go into these comas?” 

Gwendolyn also questioned the doctor’s diagnosis. She recalled her visit to a specialist in the small town where her mother lived.

Her doctor… came to the conclusion that it was Alzheimer's. He didn't say dementia or none of that. And he did very little testing, so I said, “Well, how do you know that?” He said, “Just the questions I asked her. I asked her her name. I asked her who was the president and what year it was. And she didn't get some of that right.” And I said, “Well, I have an idea that I think I will take my mom back with me to [the university medical centre].” I said, “They will find out what she has.” 

Part of the inability to understand and accept the diagnosis may be a result of the timing of the diagnosis. Most of the carers’ journeys began in the mid to late 1990s. At that time, the term Alzheimer’s disease was not as common as it is today. Many carers emphasized that they knew little about the disease. 

Nobody was saying Alzheimer's...The word wasn't even around. And, some of that stuff which is just supposed to be getting old. It was considered just getting old. 

And, because, oh my God, who knows anything. I knew nothing! And, all of a sudden, you're dealing with your mother's medical.

And you know, she was the first person in the family—both sides—that ever came down with that—dementia. It was hard to really deal with that, because I didn't even know the first thing of it… I just had to get a grip of what I was facing. I had never heard of anything like Alzheimer's. And I still hadn't got to that point yet.

Several carers confessed that even after hearing and understanding that their loved one had dementia they still had a difficult time accepting it. Jim struggled with words and tears came to his eyes as he admitted he was in complete denial.

It's completely denial in my case. How can this beautiful… genius, deteriorate like this. I had never heard of it before.

Charles, whose wife was most recently diagnosed, is still struggling with the diagnosis and fighting his feelings of denial.

I believe she's got it, but at the same time, it's hard for me to accept it. You know, we've been married 30 or 40 years. And you keep thinking… like… well, I don't know the relationship has changed, you know, you just don't believe that something like that is going on. It's like I say, she has accepted this better than I have. You know, it's hard for me. The frustration factor is incredible 

Jennifer’s voice became strained as she explained how it took her a year to accept her mother’s diagnosis. Her way of managing her own denial was to shut down emotionally.

I think I was more in denial. My mother is going to be okay. They made a mistake. This is the wrong diagnosis for her…. so that first year, I just shut down—no emotion—nothing—just kind of cold and callous…. I mean, I wasn't mean or anything to her. I was just real distant to her and more or less saw her as a stranger. “This is not my mother. My mother is gone.” And, my mother's not gone. She’s still here.

The carers were not the only people in denial. Other family members also struggled with the diagnosis of dementia. This was extremely troublesome for some of the carers who had accepted it since they were left to shoulder most of the burden themselves. The spouses seemed to struggle with their children’s denial of the disease. As Jim explains:

The biggest problem I had was that the children only visited once or twice or three times a year and therefore did not agree that Mama was ill…. And the kids would come in and say, “Oh, no. It couldn't be.”

Although Charles struggles with his own denial, he also admitted that both his wife and her mother continue to deny the diagnosis.

My wife knows there's something wrong with her, but she thinks she... like last night, she said she didn't think she was getting worse, but I know she is. And, she won't admit it…..And, I've always felt like her mother was in denial. She wouldn't believe that she has Alzheimer's.

For the daughters caring for a parent, it was usually another sibling’s denial that created tensions. I know I struggled with all of the caring duties until my brother was able to accept my mother’s disease. He kept saying, “She’s going to get better.” He was in total denial. I loved him to death, but I found it very trying when he could not understand.

For all of the carers in my study, receiving a diagnosis was not the end of their search for answers. Hearing the words, “dementia” or “probable Alzheimer’s” was so horrific that they did not want to accept the diagnosis at face value. They were frustrated by the lack of clarity of the diagnosis. They wanted a more definitive diagnosis—one they could understand. They wanted to believe their loved one could get better. Perhaps they believed if they continued to search for answers a different doctor would give them a different diagnosis—one that had a cure. Part of the inability to understand and accept the diagnosis may be a result of the timing of the diagnosis. Most of the carers’ journeys began in the mid to late 1990’s. At that time, the term Alzheimer’s disease was not as common as it is today. Many carers emphasized that they knew little about the disease. When the carer received the diagnosis of dementia or possible Alzheimer’s, denial seemed to permeate all facets of their journey. Most of the carers struggled with their own denial; unable to accept the changes they saw or expected. Many were surrounded by not only their denial but also the denial of other family members including children, siblings, parents and even the person diagnosed with dementia. The denial of others often created additional hardships on the carers. Many felt they were alone in their journey, especially when they began to accept the diagnosis, and others were still denying it, which forced them to handle most of the caring responsibilities by themselves. 

4)	The doctor, the patient and the carer mediator: The needs of patient and carers during the medical encounter.  A carer for someone with dementia is a vital part of the medical encounter since they are able to verbalize their loved one’s day-to-day activities and concerns. Taking a demented patient to a doctor’s appointment, however, can be challenging for a carer. Many of the carers praised the doctors who would go out of their way to be patient with both the patient and the carer. Several carers, however, encountered problems when they took their loved ones to doctor’s appointments. Two of the most common problems were insufficient time with the doctor and the inability to communicate with the doctor privately. Jennifer described one situation when she needed to speak to the doctor alone.

I had asked the doctor, “Can I speak to you alone?” It's like, he wanted to talk to me right there, and still with my mother in the room. It's like, “Can we have some private time? Just me and you?” Because, that makes her combative. “I'm not like that! I don't do that!” It’s like... Oh… “Mama, you wait here.”

Debbie echoed Jennifer’s concerns.

And, I called the nurse saying, “I need you to tell Dr. N. because my mother is not remembering things. I can't say that in front of her.” Because we’re together in the appointment, I can’t say, “She doesn't remember anything,” because, she would kill me…. I could just not sit there in front of her. I could not probably do it today—have her sit there next to me and say, “My mother has Alzheimer's, and this is what she does, and this is what she doesn't do.” I have more respect for her than that. Yet, they need to know….They need to come up with a way that they can talk to the caregiver without being in front of the patient. You know, because I'm always with her. So, if I say, “Let’s talk outside.” Then, my mom would go, “What were you doing out there? Were you talking about me? What did you tell him about me?” They're paranoid too. And, somehow they have to communicate with a caregiver to truly know what's going on with the patient, because, they're clueless. They don't know all these stories, because all they're doing is—there is this little old lady sitting in front of them. And I'm doing hand signs. (Debbie indicates how she gestured to the doctor).

My mother also had problems with what I call an “insensitive doctor.” As I mentioned, my brother and I wanted her doctor to send her to a neurological specialty clinic, but her doctor seemed to laugh in our faces even though he couldn't tell us exactly what was wrong with her. One time my brother took her to a doctor’s appointment and again asked him to send her out so she could be tested. This time he said, “She doesn’t have that much longer to live. Why would you want to take her somewhere else and put her though all that?” Now my mother was sitting in the room in front of him. Later, she told me, “I don't want to go back to that doctor anymore.” And she was insistent, “Why did he say that to me?” 

Jim experienced different problems during doctor’s appointments. He found his wife’s doctor had little tolerance for her condition and would even walk out of the appointment in anger. His wife had a background as a surgeon and even as her dementia progressed, she would challenge her doctor on certain issues. 

She would question the doctors, and doctors don't like to be questioned by a layperson…. But he would suggest a…ah…I don't know, whatever pill. And she would question, “What is it? What is it made of? Who makes it? Who's the manufacturer? ….” This was about the only thing that she could be clear on. She couldn't tell you what time of day it was. She couldn't say whether it was morning or night, most of the time. Then she could question them.

Although many of the carers thought the actual time with the doctor was too short to adequately communicate all concerns, they sang the praises of the nurse practitioners who assisted them during the visit. They believed having the extra time with them helped to communicate additional information to the doctor. Crystal even preferred the nurse practitioner to the doctor.

I like his doctor okay. Don't know him very well, haven't seen him very much, we do see him on a periodic basis. I like the nurse practitioner. I like her a lot. She's very good. And she was much more thorough than he ever was.

Finding a caring doctor made all the difference in the world to me and my mother. After struggling with insensitive doctors for over three years, we finally found a neurologist who took an interest in my mother and did everything he could to help her. He would talk to me when no one else would. He made special appointments so she could see him if she was having seizure problems. Once he even met us in the parking lot and saw her in the car because I wasn’t able to get her out. I never knew a doctor could be so caring and compassionate. I wasn’t alone, however. Most of the carers were pleased by the care they received from medical professionals. Gordon was one of those who were pleased.

I’ve found that my doctor and my wife’s neurologist have both been very supportive. I think it’s a natural thing for anyone in the caregiver business—medical business—or they wouldn’t be there.

Carers are in a unique situation. They are the person closest to the patient and therefore able to verbalize their loved one’s day-to-day activities and concerns. They pass vital information to the doctor that will assist in the patient’s care. Taking a demented patient to a doctor’s appointment, however, can be challenging for a carer. Many of the carers praised the doctors who would go out of their way to be patient with both the patient and the carer. Several carers, however, encountered problems when they took their loved ones to doctor’s appointments. A few came across what they described as “insensitive” or “rude” physicians who didn’t seem to care about the situation the patient and carer were experiencing. Some carers felt that physicians spoke “inappropriately” in front of their loved one as if that person was not in the room. They believed the physician should have taken the carer aside for these discussions. This was especially frustrating for some carers because their loved one would be upset and agitated after the appointment. The two most common problems identified by the carers were insufficient time with the doctor and the inability to communicate with the doctor privately. Although many of the carers thought the actual time with the doctor was too short to adequately communicate all concerns, they sang the praises of the nurse practitioners who were able to take extra time with them and then communicate additional information to the doctor. Finding a caring and compassionate doctor who was willing to listen to them and treat them and their loved ones with respect, however, made a great difference in the carer’s life. They needed to know the physician cared.

*	The journey begins—Essential interpretation.  Each carer’s journey began in a somewhat different way. For some it evolved slowly to the point that the carers didn’t even notice the slight changes in their loved one’s personality. Others were aware of the changes, but had no idea what was happening. Many blamed the changes on other factors of their loved one’s personality or health. For others, the journey began abruptly when they were immediately thrown in the caring role without warning. No matter how their journey began, the beginning of the journey of giving loving care to a person with dementia was plagued with questions. First and foremost, the carers wanted to know what was happening to their loved one. This need to know led them on a search for answers, which usually involved seeing multiple doctors and specialists. Even when the carers were given a tentative diagnosis of probable Alzheimer’s, they had difficulty accepting it and were not sure if they could trust the doctor or the diagnosis. They wanted a definite diagnosis. Many carers admitted they were in denial and perhaps that denial kept them searching for a different diagnosis. It is extremely difficult to accept that someone you have been close to for so many years had a disease that will rob him or her of all their cognitive and physical abilities—a disease that has no cure and no hope. Most carers were not prepared for what was to come. Many had heard little about Alzheimer’s disease or dementia prior to the diagnosis. Even after carers began to accept the diagnosis, the denial of other family members put additional pressures on the carers since that forced them to handle most of the caring responsibilities themselves.

Physicians played a critical role during this stage of the carer’s journey. The carers, who usually accompanied their loved one to their doctor’s appointment, were a vital part of the medical encounter. They were able to verbalize their loved one’s day-to-day activities and concerns. Carers praised the doctors and nurse practitioners who would take time to listen and respect their input, allow them to talk to them away from their loved one’s presence, and take the time to explain the issues they needed to understand related to dementia. A caring, compassionate doctor can make all parts of the journey easier for the carer where a rude or inconsiderate doctor only adds to the numerous burdens the carer is already experiencing.

II. Moving Down the Road: Plaques and Tangles 
The longest and perhaps most difficult part of the carer’s journey came in what is often referred to as the middle stages of dementia. As dementia progressed, the carers watched their loved one’s functioning slowly decline. The losses, however, extended far beyond the person with dementia, creating numerous losses for the carers themselves: loss of a husband or wife, loss of a mother or father, loss of a child, or simply put, loss of the person they once knew and loved. For the carer, each loss instigated its own type of grief. Unlike experiencing the death of a loved one where grief is initiated specifically by death, people who care for a loved one with dementia appear to experience grief with each loss of functional ability. Also, unlike grief associated with death where there is no hope of that person returning, the carers’ grief was confounded by feelings of hope that miraculously their loved one would improve. Although the length and features of the moderate or middle stages of dementia may differ from person to person, what is certain is that it is filled with many losses and countless intense and sometimes conflicting emotions for both the carers and their loved ones. Carers sought support and searched for ways to keep their loved one out of long-term care for as long as possible. Although some carers’ denial made it difficult to accept their loved one’s changing identity, others searched for ways to enjoy and accept their loved one for the person they had become and to cherish the time they still had with them. This stage of the carer’s journey is divided into five sub-constituents: 1) “Losing independence: Losing the person;” 2) “Losing the ability to hold rational conversations;” 3) “The challenges of managing behaviour problems;” 4) “Seeking support: Family, professional and community;” and 5) “Finding quality time: Accepting the person they are now.” This section concludes with an overview of the essential interpretation of the second stage of the carer’s journey—“Moving down the road: Plaques and tangles.”

1)	Losing independence—Losing the person.  As the dementia progresses, inevitable losses arise. Little by little the carers watch their loved ones lose parts of themselves in ways that challenged their loved one’s independence including their ability to drive, to hold logical conversations, to manage their finances, and to do simple day-to-day tasks. As their loved ones continually became more dependent on them, the carers’ lives also changed. Stress increased and role demands shifted. 

Perhaps the greatest and most painful of all losses is not what the care recipient lost, but what the carers lost as they watched their loved one being slowly consumed with dementia. The person who had been their parent or partner, confidant and friend was disappearing in front of the carer’s eyes. They watched a strong adult revert to childlike behaviours. This was a time of great sadness and loneliness for most of the carers. Several of the carers saw a shift in their role with their loved one, comparing it to becoming their loved one’s parent.

One of the first losses the carers described was their loved ones’ loss of driving privileges. Driving is probably one of the most important means of maintaining independence for any older adult. For someone with dementia, however, driving is not only challenging, but also dangerous. Many of the carers mentioned the fears they encountered while their loved one was still driving. Gayle was afraid because her husband would often get lost when he tried to drive. 

He doesn’t have a vehicle to drive any longer, and it took some doing to get him to agree. I made him be a part of the decision. He knew that he couldn't drive anywhere. For a little while, he did want to drive to the post office, and then he would forget where the post office was. 

Charles is still trying to stop his wife from driving and continues to worry about her safety.

Our bank is in Texas City, and she was going to go to the bank several times and she ended up in Galveston. She didn't realize it was wrong until she saw the Gulf of Mexico. I think that happened like twice, and she got lost several times. I told her that she has no business driving and she said, “Oh, I can drive.” “You shouldn't be driving. If anything goes wrong—you get lost—you can't tell me where you are or anything else....”
	
Driving ended for many after having an accident. What worried some carers most was when their loved one was not aware that they had an accident. Gordon described an incident with his wife.

She scraped up the right-hand side view mirror, and I showed it to her and I said, “I don't know when it happened.” She said, “I don't know when that happened.” I said, “Well, it happened when you were driving the car apparently.”

Debbie’s mother had a similar problem when driving except in her case, she had obviously hit someone and caused more extensive damage to the car. Her mother had no idea she was even in an accident and was unable to explain what happened or where the accident occurred. Debbie recalled calling the police in an attempt to find out what had happened.

I said, “I'm calling about my mother. She... the car that she drives was involved in an accident—not that she remembers that.” You know, I was careful in my wording, because she was listening to me. And he said, “Oh yes, your mother hit a black man.” And I went, a “She hit a black man!” And my mother goes, “I did? I really hit a black person? I like black people. I didn't mean to hit a black person.” I said, “She hit the person? Or, the car?” Because, I'm thinking—the person. And he said, “Oh, I'm sorry. He was in a car, and the two cars hit each other.” And he said, “But, your mother left the scene.” I said, “Yes, because she didn't realize she hit somebody. She just knew something happened to her car.” Now, we have no idea who did it.…And, I told them... I promised that she would never drive again. And, she promised that she would never drive again….probably no more than a month went by, and she's like, “Well, it's time I get a car!” And I said, “You promised you were not going to drive again.” “Tell me why?” She had forgotten the accident. 
.
Although Gwendolyn’s mother had an accident, she still found it hard to take away her car.

She almost got into the biggest accident there—and it was a little country town. But you can kill somebody or get killed, so they wanted me to take her out of the car. I didn't do it right away. 

The carers also began taking over other small tasks for their loved one. For example, Debbie recalls how her mother struggled to pay bills.

Mom was proud that she took care of her stuff. And, she had always taken care of herself… And I realized that there were some bills. There were some magazines that didn't expire until 2009. Then I realized there were things that she wasn't paying, so I figured one day—I said, “Mom, would you like me to pay your bills?” “I would love it!” Now, that was the one thing she did easily. “I would love it!” She was thrilled. And, she never complained about that again. 

For safety reasons, Jennifer found it necessary to assist her mother in taking medications.

We have to keep the medicine here because we're afraid that she might try to take all of them at one time. What she started doing was laying them out on the table. She’d have lines of them—like an excessive compulsive.

Gordon also spoke about times when he took over his wife’s responsibilities. He described his wife as “very active” prior to her illness, especially in a women’s club. When she started to experience problems with her dementia, however, he wanted to help her maintain her involvement with the club for as long as possible.

At that time, she wasn't really bad. And then she took over the treasurer's job—which actually I did. For one year, I was treasurer of the women's club.

Perhaps the greatest and most painful of all losses is not what the care recipient lost, but what the carers lost as they watched their loved one being slowly consumed with dementia. Many expressed this loss as a loss of a mother, spouse, or in more general terms, the loss of the person they once knew and loved. The loss of a long-time companion was especially heartbreaking for many of the spouses. Gayle’s situation illustrates the pain she experienced as she watched her husband decline from a strong, organized and independent man.

The biggest struggle was when it was me taking care of him, and him letting me. Maybe that was the biggest struggle. That's what hurt me the most—that he let me. He had always been very organized and real self-disciplined. The biggest struggle was seeing him become childlike and submissive and meek and the things that just didn't fit with what I saw in him when I met him in ‘74. We were together for 35 years.

Crystal reiterated Gayle’s feelings and talked about how her life had changed.

So we've been married for something like 56 years, and our lives are really intertwined. They really, really are. I think my biggest, biggest loss is… um... (pause) someone that I've lived with for so many years is gone. All of that experience is gone for him. And, it’s like, I've lost a companion, and I've lost someone who knew—knows all our history…. there's been a tremendous cutting down on my life. The narrowing down of what I can to. I read quite a bit. I'm an introvert, so that's really kind of handy in the sense of that I don't have to have a whole lot of people around. I get my energy from being alone. But, um, I don't think he's going to... in fact I know he wouldn't want to go. It's been a loss—a sadness.

Jim saw a drastic change in his wife’s personality to a point where he barely knew the person he once loved.

She was totally dependent and incoherent… ah…abusive, loud. Her personality changed totally and unconditionally. Absolutely. This charming, beautiful, intelligent woman—a horrible—I don't know what word to use—a horrible situation: hallucinations, walking all night, setting fires in the house. All these things were over the next six years or so.

The loss of the person seemed similarly excruciating for the daughters who cared. My own mother’s personality changed dramatically, and behaviour problems took away the mother I loved so dearly. All of my life, my mother was the sweetest, kindest, gentlest person I knew. Then with the dementia, all that changed. She would fight me—kicking and biting me. I think this was the harshest part of the disease—seeing her change so much and knowing it wasn’t really her.

Although Barbara’s daughter, Lynn, was a Down’s syndrome victim, Barbara was very proud of the accomplishments Lynn had made in her life and the level of functionality she had reached. It was very difficult for Barbara to watch Alzheimer’s take all that away.

Well, it's very hard. It's been very hard to see her go from being a person who was very functional….You go through a lot of grief with Alzheimer's.

Several of the carers saw a shift in their role with their loved one and compared it to a parent-child relationship. Barbara recalled a time when she and her family went out to dinner. When it was over, she struggled to get Lynn into the car.

She didn't want to get in the car to go home. And she wouldn't. It was like having a rebellious two-year-old, except with a two-year-old, you can pick them up and put them where you want them, but with her you couldn't.

Several times Gayle spoke of feeling like her husband’s parent. This was particularly evident when they went grocery shopping.

He loved to go to the grocery store. He loved it. He loved to go to Kroger's. As it progressed, when we hit the door at Kroger's, he would run, just like a little one would do. And I would be going along. I would be keeping up with him. Or, he would tell me he had to go to the bathroom—immediately!

Later, she described her feeling in relation to those you might have when you get angry with a child.

About a year and a half before he died, he was beginning to be more resistant. The aggression was coming out and frustration. Whatever part of his mind that was still telling him what was happening had to have been, you know, frustrating, and of course, making him angry. And... ah... I don't recall that I ever got angry with him. I remember feeling upset, like you would with a child, and that was hard for me too.

Crystal spoke with great sadness when she portrayed her husband much more as a child than a man.

So, from there on, it has just been a slow decline down the hill. And as I go along, I mean it's just amazing—all the different emotions he can bring up in you—all of the old stuff that your buttons get pushed on, you know and, it kind of…ah, nostalgia… all of the loss that you feel, you know, all of having a partner and now you have to take care of this little kid who can't remember anything—acts like a two-year-old.

As dementia progressed, the carers watched their loved ones change, slowly and painfully. They experienced grief with each loss of their loved one’s functional abilities. They watched them lose the parts of themselves that had always insured their ability to be independent. One of the first losses the carers described was their loved ones’ loss of driving privileges. Driving is probably one of the most important means of maintaining independence for any older adult. For someone with dementia, however, driving is not only challenging, but also dangerous. Many of the carers mentioned the fears they encountered while their loved one was still driving. Some were afraid their loved one would get lost. Since they would be unable to explain where they were, the carer was concerned about how they would find them. Some carers worried that their loved one might be in an accident. In fact, driving ended for many after having an accident. Even after having an accident, some of the carers still struggled with the decision of taking away their loved one’s driving privileges.
 
Perhaps the greatest and most painful of all losses is not what the care recipient lost, but what the carers lost as they watched their loved one being slowly consumed with dementia. As their loved ones continually became more dependent on them, the carers’ lives also changed. Stress increased and role demands shifted. When the person with dementia could no longer manage their finances, shop, cook or take their own medication, the carer had to make a decision when and how to step in to assist them and take over those responsibilities. When the person with dementia could no longer drive, the carer had to make sure their loved one had transportation when needed. When the personality of their loved one drastically changed, carers expressed this loss as a loss of a mother, spouse, or in more general terms, the loss of the person they once knew and loved. The loss of a long-time companion was especially heartbreaking for many of the carers. The person who had been their partner, confidant, and friend was disappearing in front of the carer’s eyes. Several of the carers compared the shift in their role with their loved one to that of a parent-child relationship where they became the parent instead of a spouse or adult child. They watched a strong adult revert to childlike behaviours. Shifting this role was not easy as they tried to maintain normalcy in their relationship and at the same time protect and care for their loved one. This was a time of great sadness and loneliness for most of the carers.

2)	Losing the ability to hold rational conversations.  The importance of communication in any relationship cannot be denied, whether in a marriage or a parent-child relationship. Part of losing the person to dementia was losing the ability to communicate with them rationally. This was a difficult step in the carer’s journey. Many emotions surfaced during this period. Some carers were hurt when their loved one started to forget people’s names. Some struggled when trying to communicate bad news to their loved one such as the death of someone they both knew. Hallucinations, which may be part of the disease, also increased the difficulty of holding a “logical conversation.” Carers had multiple reactions to these somewhat illogical conversations. Sometimes carers would become unnerved and upset when trying to communicate. Almost instinctively, they would argue, correct their loved one’s communication mistakes and try to bring them back to reality. This often created additional confusion, frustration and distress for both of them. Other times, however, they found the conversations fascinating and even humorous. 

Before her mother was diagnosed with Alzheimer’s, Debbie was confused by her mother’s conversations. At that time, her mother spent most days with her at her bed and breakfast.

I was having to explain everything to her. And yet, you think you're crazy, because she would say to me—about the beach out there, “What is that water?” And I'd say, “Well, it’s the Gulf of Mexico.” “How’d you know that?” And I'm thinking, “My God, what is wrong with her?”

Some carers would get angry when trying to communicate. Jennifer, in particular, finds talking to her mother challenging.

I have to pray the Serenity Prayer of lot before I even deal with my mother. And I have to... you can't reason with somebody with Alzheimer's, and I think the second year I kept trying to do it. And I was getting more frustrated, more distraught, more, “I can't do this.”

Although Crystal questioned the logic of her actions, she still became angry and defensive when communicating with her husband.

I can still just get even when I know that is the stupidest thing that ever existed, you know. I know he's sick. I know he's not in control. I know all those things, but I can still get really angry.

Jim still holds on to guilt concerning the way he communicated with his wife.

I found myself so mad….I’d curse her. I’d scream at her and then after her death, I read that this is the extreme opposite thing you should be saying. When she hallucinates and talks to all those people in the kitchen that are not there, I should say, “It's alright. They won't bother you. It's okay,” But instead, I say bad words, you know, “There is no one in the kitchen. Why in the hell are you...” 

Many carers were intrigued with the complexity of the brain during the communication process, explaining that the person with dementia would often change directions in the middle of the conversation—talking both rationally and irrationally—living in the past and present in the same conversation. Jennifer described such an incident.

One evening, my mother asked me—she said, “I need to get home. I need to get my kids.” And she calls the cats her kids, so I said, “Mama, the cats are okay.” “What do you mean cats!” I'm talking about my children.” And you know, I'm like, “Duhh, I am one of your children.” I said, “Mom, I am your daughter.” “I know who you are. I'm not a moron.” She felt like she was a prisoner in this house. And she kept asking about my aunt and uncle, who when we were very small looked out for us. “Where’s Aunt Stella and Uncle Roman? I need to get to their house. I know it's around here somewhere.” And that surprised me, because it is only maybe, five blocks from where I am to where they presently live. I don't know how she knew that, or remembered, but she had to get home to her kids.

Jim also commented on his wife’s rational thinking in later stages of dementia.

Before she got really bad, she was in the rest home…. I went over to visit and she looked me right in the eye and she said, “How would you feel if I put you in a place like this?” That's rational thinking. She hadn't had a rational thought in two years. And what do you say? And in the same trip she said… We live about a half a mile from the municipal Airport….We've been there for 35 years…. she looked to me right in the eye, and she said, “Do you still live on Ryan Street near the airport?” I said, “Yes, we still leave there. It’s not too far to home over there.” She said, “No. You live over there, I live over here.” It just tears you up.

Charles recalled a time when he and his wife were travelling, and he needed to get information from her as to their final destination.

It took me a long time to realize that there is no logic to it at all. Things that you wouldn't even consider, they think are perfectly all right or normal, you know. And you can lay out the best-laid plans and have everything done perfect, and they can still screw it up. You know it can get all screwed up, you know the schedules or whatever. Before she was even diagnosed with Alzheimer's her brother bought a lake house…. So, we were supposed to meet him at the lake house for the Fourth of July. We went to… pick up the kids [at the university] and drove all the way up to [the lake]. We… got there the next day and brought the stuff we were supposed to take to the lake. And I said, “Okay, how do we get there?” “Well, I don't know.” “Well, what do you mean you don't know how to get there?” “Well, I don't know where it's located.” Well, I said, “What’s his phone number?” “Well, he doesn't have a phone.” And I thought, “Oh God...” And, my son was driving from [the other direction]. So I said, “Now, Wayne’s driving in from Kinville, and you gave him—your mother gave him directions on how to get there. Where are the directions?” “Well, those are directions from Kinville.” “Well, that doesn't matter. We can use them to get there.” “But, we didn't come here from Kinville. We came from Galveston.” “That doesn't matter. We can still use those instructions. It will say, ‘come here to Lake Tams and this way out of Lake Tames’.” “Well, I didn't bring those because I knew we couldn't use them.” “Oh God...” We finally found him—to make a long story short. But, there is no rationale. It's like A+B+C doesn't equal… you know. And you're just sitting there trying to figure out the logic, and there is no logic.

Other carers found humour within these illogical conversations. For example, Gayle laughed when she described an incident with her husband.

Towards the end, when he was still walking around, he would see a line on the floor and he would decide that there was water all around him. Now I don't know if it was because of the long walks on the beach… or what, but he would walk, and he would try so hard to stay on that line. And if he would lean into it, he would pull his foot out like it was cold. And I told him one day, I said, “Honey, there isn't any water there. There isn’t any water there. It's okay. It's part of the floor.” And he looked up at me and he said, “That can't be the floor. There are little fish swimming in it.” So, he saw that. And to me, that was so funny... and ah... it was funny.

Gayle’s story reminded me of a humorous incident when I visited my mother in a rehab hospital. My mother always talked about her “handsome doctor.” He was probably in his early to mid-60s and looked more like a television celebrity than a doctor. One day I came into the rehab and she was talking to two young nurse aides. Actually, she was playing matchmaker. She was telling one of them that she needed to go after my brother since he was single. And, she was telling the other she needed to go after her doctor because he was so good looking. Now these are 19-year-old girls. So, after the aides left, I sat down and asked her, “Mom I'm single. Why don't you tell me it to go after your doctor?” She carefully looked around and then she whispered to me, “Honey, you're too old for him.” I thought that was so funny. I just couldn’t figure out what she saw or what she was thinking, but you had to laugh because it was so cute.

Perhaps one of the most difficult conversations to have with someone with dementia is a conversation about death. During the course of caring for the person with dementia, several carers mentioned losing someone close to both of them. These carers struggled when trying to find the best way to communicate this information to their loved one. For example, Barbara lost her grandson in a car accident. He was very close to both her and her daughter. He lived in their garage apartment and often helped Barbara with Lynn’s care.

Both of us were really attached to him. He had an accident. He was 25. And he had this wonderful relationship with Lynn. (long pause) She just doesn't understand it. She still wants to know where Jimmy is. She doesn't understand where Jimmy is. You know, you could not convince her that he's not coming home. You might say, “Jimmy won't be here today.” And she'll say, “He might.” (A long pause as Barbara cries) This is really difficult. He was so close to Lynn….he had been close to her… from the time he was born.

I also lost my aunt during the time I was caring for my mother. My brother and I tried to decide how to convey this to my mother who was already in middle to late stage dementia. My mother was very close to her sister-in-law and often asked about her. Although she still knew who my aunt was, I wasn’t sure she could process the fact that she had died. We decided not to tell her, but that put me in a position of having to deceive her. She would ask about my aunt and I would say, “She’s doing okay. We've talked to her.” But, that was very hard for me. There are still emotions inside that she was connected with but couldn’t process. It wasn't that much longer before she stopped asking about her. I still live with feeling that I lied to my mother, and I still wonder if that was the right decision.

Another communication problem the carers faced was their loved one’s inability to remember names. Debbie explained that her mother may have forgotten names, but with the exception of her youngest brother, still recognized people who were important to her.

She knew they were important people in her life. “Her people,” she called them. To this day, she still knows “her people.” So, the first person that she didn’t know the best was my youngest brother… Nobody wants to be forgotten, but my brother Bill realizes he has been. Now, she smiles and still does the right things. But, it hurts his feelings. So, my sister has this plan. “I’m coming every other month, because I don’t want to be the next one forgotten.” 

My mother also struggled with verbalizing names, although in my heart, I always believed she knew who I was. My brother however was deeply hurt when she could no longer recall his name. For the last few years of her life she began calling him Johnny, which was her own brother's name. Johnny was also her favourite brother. I told him he should be glad that she sees him as somebody she cared so deeply about, but he still struggled with it. Later, she began calling me “mother.” So I told my brother he could take his pick—would he prefer “Johnny” or “mother”? Somehow, I don’t think he saw the humour in my comment. 

Whether in a marriage or parent-child relationship, the importance of communication cannot be denied. Yet, part of losing the person to dementia was losing the ability to communicate with them rationally. Therefore, losing that ability was a difficult step in the carer’s journey. Many emotions surfaced during this period including humour, frustration, anger, sadness and guilt. Many fought to hold onto logic in the conversation and tried to bring their loved one back into reality. This often left both of them frustrated and confused. Some of the carers became angry with their loved one because of their inability to communicate logically, while others tried to see the humour in the situation. Many carers were intrigued with the complexity of the brain during the communication process, explaining that the person with dementia would often change directions in the middle of the conversation—talking both rationally and irrationally—living in the past and present in the same conversation. Perhaps one of the most difficult conversations to have with someone with dementia is a conversation about death. During the course of caring for the person with dementia, several carers mentioned losing someone close to both of them. These carers struggled when trying to find the best way to communicate this information to their loved one. Communications about death left several carers with unresolved feelings of guilt about how they handled the situation. Another communication problem the carers faced was their loved one’s inability to remember names. After being close to someone for most of your life, it seems inconceivable that they would forgot who you are, yet with dementia, it is quite common that names become blurred and lost. No one wants to be forgotten; but as the disease progressed, a time came when several of the carers were forced to accept that reality.

3)	The challenges of managing behaviour problems.  Not all people who are affected by dementia exhibit behaviour problems, but when behaviour problems do arise, they can be extremely challenging and stressful for the carers. Although not all carers in this study mentioned behaviour problems, most described incidents of disturbing behaviours both in the home and in long-term care facilities ranging from not bathing, wandering and running away to more aggressive and combative behaviours like screaming, fighting, kicking, swearing and biting. Some of the problem behaviours exhibited were dangerous and put the person’s safety at risk. Behaviour problems are extremely stressful to the carer; and quite often, the inability to manage these complex behaviours may be the catalyst for moving a person into a long-term care home. Since these traits were uncharacteristic for their loved one prior to the disease, carers often found the behaviours confusing, irritating and difficult to cope with. Trying to manage these behaviours often left carers feeling stressed, irritable and sometimes helpless. Some carers, who felt they were pushed to their limits, acted out in ways they felt were inappropriate with their loved one and then harboured guilt for carrying out their actions. 

People with dementia often have difficulty remembering “good” hygiene, such as bathing. However, to be undressed and cleaned by another person can be frightening, humiliating and embarrassing. As a result, bathing often causes distress for both the carers and their loved ones. Jennifer recalled a time when helping her mother bathe created turmoil for them both.

So, about a month and a half ago, she was real angry. She was hitting the wall inside of the shower. And, “I hate you. I wish you were dead. I wish I was dead.” And then she got out. And, “I'm never coming over here again. Don't you come to my house!” And usually, like I said, I have to tell myself, “It’s okay, this is not my mother.” I was having a moment—so I started crying. And my mother, “What are you crying about you big fat slob?” And that's not my mother. You know, it hurt worse, but it really snapped me back into “this is not your mother.”

Jim also experienced problems with his wife’s hygiene. Although he hired professional carers to come into his home and help his wife bathe, she continually fired them when they tried to assist her. She repeatedly refused to bathe until her unsanitary condition created additional problems for Jim.

I was turned over to the Texas Adult Protective Services by the medical staff of John Sealy, because I was not adequately caring for my wife. I took her out for a physical exam, and they wouldn’t work on her because she was so filthy, dirty. And they turned me over. 

Wandering is another of the behaviours often associated with dementia. Wandering may be due to increased forgetfulness, memory impairment, restlessness or changes in the surrounding, but whatever the cause, it can lead to additional stress for the carer and additional safety risks for their loved one. Gayle’s husband often wandered at night causing her to lose much needed rest. His wandering was one of the main reasons she decided to place him in long-term care.

When I realized that I couldn't keep him at home any longer—for about six months prior to that—I had to have those little alarms like those obnoxious little Radio Shack—and when I would be ready to lay down at night—we slept in different rooms—and when I would be able to lay down at night, that was when he might become more active. And one of the things that I had noticed early on was that I would be in bed laying there asleep, and I would hear, “click.” Well, he would be in the kitchen starting the coffee pot, that kind of thing. So, I had little alarms that would aim down the hall. They would give him enough room to get into the bathroom without going off, but if he started up the hall and that kind of thing it would go off.
Jennifer was also frustrated by her mother’s wandering, especially when she wandered outside her house. 
She doesn't have a concept of time. And it's like she seemed to have lost that. Whereas, when she was first diagnosed—“It's supper time.” Or, “It's getting late. What is it, about nine o'clock?” Now, she doesn't have that—like when we go to the time change—that really throws her off. And, it's frustrating, because me and my sister both—but I feel more me. It’s like I think, “Oh darn, now the time changed.” And because it stays light longer, and she is more apt to—because she did it about a month ago. I don't know where my husband went—to the back, in the garage—and I fell asleep on the couch—and she took off to walk home. So, I woke up... I guess 30 minutes after she left... and she was real close to her house. You know, my heart like, “Oh my God, somebody's going to pick her up. She's going to get hit by a car.”

Jim was glad that his wife only wandered in their home and never tried to escape.

I've seen other people describing... Claire never did that... they want to get out of the house and go walking or go somewhere, and she never did that. She was comfortable in the house. She didn't want to roam. She’d roam the house. She’d roam all the rooms and eat constantly at night.

Wandering, in its extreme form, is where the person with dementia tries to run away from home. This behaviour can be devastating for a carer who is constantly worried about their loved one’s safety. Although several carers mentioned that their loved one ran away, Gwendolyn’s experiences with her mother were extreme. She even laughed at the fact that the police knew her mother personally just from the numerous times they picked her up and brought her home. Gwendolyn described one of the more harrowing incidents when her mother tried to get back to her hometown in Louisiana.

Before we moved like in ‘98, she was running away. She would find a way to get out of my house, although I had everything locked. Before I know it, people were calling me and saying that they saw my mom on Broadway, or, the police were looking for her. Yeah, she would run away. And this last time she got away, she's got a Busy Bee cab—they're blue—and my dad worked for them. She remembered that—Busy Bee. She flagged them down, and told them she wanted to go home. So, he just put her in this cab—in the backseat—and drove her. They were all the way in Gilchrest. And I'm telling you, the police and I and my kids had combed Galveston. We never did find her. And late that night, around 12, they called me from the ER at UTMB. The taxi driver said, “She spoke of—something about going to see her mother.” And he said, “I looked at her, and I thought that was just too weird.” He said, “So it made me turn around.” I said, “You don't know, we have been looking for her all day until we couldn't anymore.” So they called me from UTMB, and I picked her up. And, he charged me $25 for doing that (Laughs). I said, “How do you know where to take her? She has no luggage—no money to pay you. And when you would have gotten to her hometown, she wouldn't have been able to find anyone.” He said, “Well, I didn't know. But when a passenger asks you for a ride to take them somewhere, we do.” I said, “Okay.” So that was a bad part.

Debbie also claimed that her mother would get into anyone’s car if that person would give her a ride, whether she knew the person or not. She described a frightening time when her mother was waiting for the daycare van and just left in a taxi.

One day a lady who lived in the condo came up in a yellow taxicab. And, mom was standing out there waiting for the bus to come. And, the driver doesn't know that. He lets the one lady out and says, “Ma’am, do you need something?” And she said, “Yeah.” Mom told him, “I need to go.” Well, he said, “Get in.” So she gets in, and, the condo manager calls me and says, “Debbie, your mother has gone off in a yellow taxicab.” (Laughs) And I said, “Which direction did they go?” And she says, “I think they took a left on Seawall.” So, I called yellow taxicab, and I said, “You just picked my mother up....” (laughs) And, I gave them the address and all this. And I said, “I need to know where they took her.” I said, “She has Alzheimer's—slightly, but enough.” So the driver had just come back to the headquarters and I heard the guy say, “Where did you take that little lady from 73rd Street.” And he said, “Well, I took her to Moody.” So, apparently, what she told him was that she needed to go to Moody. Now, she didn't say Moody Church. And, we were afraid that it's Moody Gardens—because there's a Moody Gardens. And, that's normally where they would have taken her, but somebody famous had died on the island and they were being buried at Moody Methodist that day. So, in the taxicab driver’s mind, she was an old lady who needed to go to Moody and the funeral was at like 10:30—and this was 10 o'clock. So, he took her to Moody Church. And, she got out of the taxi and she didn't pay him, because she didn't... you know... I said, “Did you pay him?” And she says, “Well, no.” (Laughs) “He asked me to go with him. Why would I pay him?” I said, “Okay.” So, she made her way to daycare, and the director called and said, “Debbie, your mother's here. Everything’s fine.” 

Although carers experienced a multitude of behaviour problems, Jim may have experienced one of the most dangerous situations. Jim’s wife smoked and continued to smoke throughout the disease. Jim’s biggest fear was that she would forget a cigarette somewhere and burn down the house. He described the numerous times that she set fires in the house.

I count 30 times she started fires in the house. She was a chain smoker up until the time they took them away from her in the hospital. And the fire alarm would go off, and sometimes I would smell it before the alarm would go off. And this was always at night. The last one, when I finally decided to put her in a rest home, was two in the morning in a wastebasket by her chair. It burned and melted the wastebasket and burned the carpet. And there were 30 of those I counted and I documented.

Trying to manage his wife’s behaviour issues, however, took a toll on Jim.

She became a burden at that time. And I hate to use that word…. And you tend to be... and you want to... end your own hell. 

Not all dementia patients experience combative behaviours, but those who do put extreme demands on their carers. Trying to manage a person who is already confused and then begins fighting, kicking, biting, screaming or swearing can be both physically and mentally overwhelming. This was the case with my mother. The most stressful part of my journey as a carer was trying to manage her behaviour problems and the numerous consequences of those behaviours. I tried to keep her in her home as long as possible, but I just couldn’t manage her by myself. Therefore, I found it necessary to put her into long-term care. The problem, however, was that none of the nursing homes could manage her behaviours either. She was kicked out of five nursing homes over a four-year period. Quite often I felt that I would lose my mind over the situation. I tried to get financial assistance to hire people to stay in my home with her, but was turned down because the government felt like she needed to be in a nursing home. I wanted to tell them, “Well, that’s great! You find one that will keep her.” 

Crystal’s husband also exhibited incidents of violent behaviour at the adult daycare centre he attended.

He had an accident. He had pottied in his pants. So evidently, the story I could get was that he went over to the bathroom, and one of the women there who was probably a volunteer wanted to help him clean himself up. And he wouldn't let her, you know. He closed the door on her head. And so she came back in and said, “He is violent.” And he was. He was violent. I can understand why he didn't want her to help him clean himself up, but this kind of, you know, I certainly wouldn't have done that.

Gayle described periods where she became frighten by her husband’s behaviour.

I had gotten to the point of when he would be like that, I would see in his face, and physically he didn't hit me. But I had seen a... I did see him at times when I thought, “Oh holy crap. You had better back away from him because he's angry and he's going to hit.”

Helping her father do simple tasks around the house was quite exasperating for Gloria. She explained how he would yell and scream at her as she tried to assist him.

He says, “You’re doing this wrong; you're doing that wrong, period. You’re, you’re—stop telling me what to do.” You know what I'm trying to prevent him from falling when he is getting in the chair. And I'm going, “Dad step over a little bit.” “Stop telling me what to do.” And then there is that other range, when he grabs your arm and pushes you away, or does some kind of mean things or says something really mean and you think, “Man, is it time for him to go see Jesus? Because, today would be a really good day.”

Barbara was also frustrated with her daughter’s behaviours and found them hard to manage at times.

At that time she had a real hang-up about time …. When she was still working, the van would come to pick her up and she would look at her watch and she would say, “I'm not going. They're too early.” And I would say, “You have to go. The van’s here.” And she'd say, “It's too early.” And she wouldn't get on the van. It was horrible. And then when they brought her home, a lot of times, she wouldn't want to get off the van.

Near the end of Jim’s wife’s life, a time when he wanted to be close to her, he found her behaviours extremely hard to accept.

She deteriorated so rapidly that about two months before her death she fell. And I put her in a hospital. She never said anything else the last two months, except “go to hell” and “leave me alone.” That was all—absolutely the only statements she ever made to me, or her children or grandchildren. They would say, “We're here to visit.” She would say, “Go to hell!” Or, “Leave me alone.” She would attack the doctors and nurses. They put her in a cage, a fishnet cage, so she wouldn't hurt someone. 

When carers are pushed to the extreme trying to manage the physical and emotional challenges of violent behaviours, numerous emotions surface and they may react inappropriately. I would often get angry with my mother when she was acting out. I knew her behaviour issues were going to get her kicked out of nursing homes. Therefore, I would try to rationalize with her even though I knew in my heart it was hopeless. I remember one time I got so upset when she was fighting with me. She was screaming, hitting and kicking me. I was trying to get her to be quiet so I put my hand over her mouth and she bit me. Without even thinking, I reached over and slapped her. I will never forget it. She started crying; and then, I started crying. I couldn’t believe I slapped her. I felt so guilty. I feel guilty to this day because she would have never done anything like that to me when I was a child. I felt so bad, but I was at my wits end.

Anger and guilt were not the only emotions expressed by the cares. They also spoke of times when they felt helpless and hopeless. Barbara experienced several years where she felt hopeless and just wanted to give up.

We went through a couple of years; you might say were just nightmares. I would say, some days to myself, “I can't do this.”

Tears appeared in Jim’s eyes when he spoke of his feelings of helplessness about his wife’s situation.
.
Damn! Why? If you're religious, arguing with your God. The helplessness, the total helplessness, you can't do one single thing as a non-medical person to relieve this horrible thing that is going on.

Although not all people who are affected by dementia exhibit behaviour problems, carers in my study described numerous incidents of disturbing behaviours both in the home and in long-term care facilities. Carers found their loved one’s behaviours confusing, irritating and extremely challenging. Trying to manage these behaviours often left them feeling stressed and sometimes helpless. The more common behaviour problems included wandering, running away and not bathing. People with dementia are often frightened and embarrassed when someone tries to undress and clean them. Therefore, trying to bathe a confused individual is usually distressful for both the carers and their loved ones. Wandering, another behaviour often associated with dementia, may be due to increased forgetfulness, memory impairment, restlessness or changes in the surrounding, but whatever the cause, it can lead to additional stress for the carer as they are forced to keep a closer watch over their loved one. Wandering, in its extreme form, is where the person with dementia tries to run away from home. This behaviour can be devastating for a carer who is constantly worried about their loved one’s safety. They are afraid their loved one might get lost or get into a stranger’s car to accept a ride. This could be harmful in many ways. The person may be taken to an unfamiliar location and have no idea how to return home, or they may put themselves in other danger by getting into a car with someone they don’t know. Behaviour problems, however, can be more severe and include more violent behaviours like combativeness, kicking, biting, swearing, and screaming. Numerous emotions surface for carers who are pushed to the extreme when trying to manage the physical and emotional challenges of aggressive behaviours. These emotions may lead the carer to react inappropriately by lashing out verbally or physically. This may cause the carer to harbour guilt for executing their actions. Quite often, the inability to manage these complex behaviours may be the catalyst for moving a person with dementia into a long-term care home. Some carers found it difficult to find long-term care facilities that could or were willing to manage these aggressive behaviours, adding additional stress and agony to the carer’s journey. Managing problem behaviours is perhaps one of the most difficult legs of the carer’s journey.

4)	Seeking support: Family, professional and community.  Carers had difficulty letting go of the day-to-day responsibilities of caring for their loved one. Still, as the disease progressed, there came a point when these responsibilities became overwhelming, and they realized they couldn’t provide all the necessary care for their loved one themselves. In order to keep their loved ones in their homes, they needed both physical and emotional support. Families were often the main source of support for carers. Some carers, however, spoke of the problems associated with lack of family support. External support during this stage of their journey also came in the forms of professional carers in the home, use of adult daycare facilities, and attending carer support groups. 

Several carers emphasized the importance of family support. Crystal, who was caring for her spouse for example, found her children’s support essential. 

Our marriage has been very blessed with our four children. They are very much of a support for us—me especially…. The children come down as often as they can. They talk with each other and they take turns coming down on the weekends. 

Barbara also expressed her gratitude for her youngest daughter’s support as she cared for her oldest daughter, Lynn.

[My daughter’s] work makes it easier for her. She’s a writer, and she can write wherever she is. So she comes here often, and she’s coming next week. We’re glad she’s coming.

Although Gayle’s children were not her husband’s children by blood, they loved him and helped Gayle care for him. She explained how her husband enjoyed her children’s support. 

He loved the family attention that our… my… well, his stepdaughter… my daughters gave him. Two of our six children had just stayed—not here physically—but, had stayed with us and with him all through the whole thing. And even up to the very, very end…. And my sister was the same way. She would come down and stay, even when he was—even after he had gone into [the nursing home]—she would come to visit.

Not all carers were so lucky. Jim struggled with most of the tasks involved in caring for his wife on his own with almost no support from his children.

That’s my two kids—they did not take an interest in their mother.

Siblings were pillars of support for many of the adult children caring for a parent. Gwendolyn, however, was one exception. 

I have a younger sister living in Sacramento. She was always in denial, and she never took care of my mom. She would call and tell me things to do, and I knew better, because I was taking mom to geriatrics at the time. And I would go with what the doctor would say—nothing else. Or, what I think she needed—that’s what I did…. She never helped me at all—except giving me advice about—“It’s curable. And doctors decided that…” And, I knew better. “No, not hardly. If it was, mama may still be alive.”

Since Debbie was the only child living in the same town as her mother she managed most of the caring on her own. She did, however, find comfort talking to her siblings on the phone. When she was forced to make decisions concerning long-term care for her mother, her family was right there with her.

I have two brothers and a sister, and my sister-in-law would talk about it. So, we would commiserate, “How is mom doing?” And, that kind of stuff. So… we went on like that for—I try to get control of her, but it was extremely stressful, because I didn’t know what she’d do next. So we—my sister and my sister-in-law and I started visiting.… She wasn’t ready for nursing home, but she needed care. She needed… you know… a leash (laughs)… someone to watch over her. And…um…it couldn’t be us because of the bed and breakfast—yet I’m the only one here in [town].

For me and for Jennifer, dividing carer responsibilities between siblings relieved a great deal of the stress of caring. Although Jennifer has four siblings, only two of them helped her with her mother’s care. She discussed the roles her siblings took in caring for their mother.

There are three of us that do the caregiving. We’re all here in the city, so that’s a plus to me, because I know… I’ve been to the support groups here and I know that there are some people that are the primary caregiver… And I think, “God, how do they do it.” All five of us are here in the area, but the other two sons are not real helpful. My older brother, myself and my sister take care of her. My sister just moved across the street…. I guess sometimes I feel like a lot of it falls on my shoulders—I shouldn’t say a lot of it, but the emotional… I have found that my brother and my sister and myself can draw from each other. You know, like I said, I tend to play more with her because I try to keep that sense of humour. My sister is not funny—she has more of a serious nature. My brother has both. He can be serious and very light-hearted too. And it’s like, we can all work together. We’ve all found our position. He handles the money. He takes her shopping. You know, I do the doctor, the cleaning, the bathing, the stuff like that. And, Laurel watches her more. She spends more time with her—watching her. And she knows how to get her to do things. She’s amazing. 

I understood Jennifer’s explanation of the importance of dividing roles. In the early part of my mother’s illness, I was trying to manage all the caring tasks. My brother was in total denial for the first six months of her illness. I was trying to go to work and go to school, and every time I turned around, I was needed at the doctor’s office or the nursing home for this, that and the other. I thought, “I just can’t do all this. I can’t deal with it anymore.” So, my brother and I agreed that I would be responsible for managing her day-to-day activities, and he would look after financial matters. For me that was wonderful, because I couldn’t even think about how to figure out her medical bills. I couldn’t think analytically when I was under all that stress. So, he took over the money aspects, and I looked after her day-in and day-out. When I would have to take care of the traumas and the emergencies, I would call him and cry, and he was always there as support. I was lucky I had him there to help me. 

Several of the carers sought emotional support through carer support groups. Access to these groups, however, was not always convenient. As Gayle explained

The only thing that I ever really thought was hard from that aspect is everyone would say, “You need to join a support group. You need to be active. You need to get out. You need to do things. You need to join a support group.” The majority of the support groups happen during the daytime hours—not in the late afternoon, evening hours. And that’s partially—because I’m 62 right now, so we’re talking about 10 years ago basically. And, you know, 7 to 10 years ago—the groups that were functioning were at times when I couldn’t necessarily attend because I worked.

Jennifer was able to attend support groups, but she often found them to be emotional experiences. 

If you are a caregiver, by all means try to find support. Because, I don’t care if you’re by yourself—a sole caregiver—or if there’s three of four of you, it’s still very, very hard. It’s a hard disease to deal with. Usually, it is a parent or loved one. Now, when I go to the support group, I get this… like chest pain. It hurts to hear these people married for 59 years and their husband or their wife gets it. I’m just like, “Ahhh, oh how do you deal with it?” Even though I have been with my mother for 50 years, the couples are the ones that really break my heart, because it’s like, “Oh, how do you go on when you’ve had this person in your life—you’ve shared your whole life with them, and now they’re not here.” I just—and maybe it is all the same, I just think it’s so much harder for them. 

Charles also found support group meetings somewhat disturbing since his wife was still in the early stages of dementia. He would walk away from the meeting with increased feelings of fear and sadness.

Like I said, when I first joined the group, I would go in and listen to those other people in there and hear what they were talking about and I thought, “Oh my gosh. This is what is in store for me.” You know, the stories they had. 

I personally attended several support groups, but as my mother’s behaviour problems increased, I had less time available to attend meetings. I found it helpful, however, to turn to online support groups where I could read other’s stories and share my own experiences at times that were convenient to me. I was on a listserv for Alzheimer’s that was particularly important at a point in my caring journey when my mother was getting kicked out of the fifth nursing home. I was losing all hope. One Friday night I got on the Internet and wrote an emotional letter explaining my mother’s situation and asking for help. “Is there anybody out there who knows what I can do?” By Monday I had over 200 responses to my email. I had a doctor in Iowa who ran a nursing home and would be happy to take my mother because if a long-term care facility in Iowa accepts a resident, they would not be able to remove them from the facility. I thought, “That’s great, but Iowa?!” At that point I couldn’t even imagine not being with her, because I didn’t know what would happen to her. I also had a geriatric psychiatrist from Australia answer my email. He said, “Send me her medication list and let me see if there is something in the medication that I might be able to prescribe.” I had people who said, “I have no clue what to do, but I’ll pray for you.” A lawyer emailed me and said, “I’m an elder lawyer. I think I can help you.” If it hadn’t been for this lawyer connecting me to the Senior Law Centre in Washington DC, I don’t know what my mother and I would have done. Inevitably, we were able to get the help we needed to keep my mother in the same facility for the rest of her life. It was all because of this listserv and that one letter I wrote. 

As the task of caring became increasingly difficult for some of the carers, support groups and family involvement were unable to provide all the support that was needed. At this point, many reached out for external support such as professional in-home carers and adult daycare centres. This was especially true for those who continued to work while caring for their loved one. Before I moved my mother into a long-term care facility, I had professional carers come into my mother’s house to cook for her and help her bathe. Knowing that someone was looking after my mother while I was at work made me feel more at ease because I had no choice but to leave her while I continued to work. Even after moving her into a nursing home, I had carers come in and sit with her to help the nursing home staff manage my mother’s problem behaviours. Other carers in my study also used professional carers to extend the time their loved one could remain in their home. Gayle explained how a professional carer assisted her in her daily schedule.

I brought someone into the house and I would leave at seven in the morning when she got there. I would come home about 6:30 or 7:00 and she would leave. 

Although Gwendolyn was a professional carer herself, she still needed outside help to care for her mother so she could continue working. 

I mainly had her at night. There was a lady that would come in the morning and help. But the rest of the day and afternoon, I had her.

Debbie credited the assistance of both a professional carer and an adult daycare centre for extending her mother’s ability to stay in her own home. 

I hired a lady who was a lifesaver. A friend at another B&B—she had taken care of her husband’s mother, so she recommended her. And, it was Tracy. And she was black, and the sweetest lady on this earth. So, I hired her from three in the afternoon until, like seven at night. So she would arrive, or even pick my mom up at [the daycare] sometimes. And, they would stop at Wal-Mart, and Tracy would buy her little things. And, mom said that was a lot of fun. Then they would go to the condo, and Tracy would make her meals. But, she didn’t cook the way mom was used to. My mom goes, “She cooked me these green things.” You know, green-coloured. And my mom goes, “I don’t eat those.” (Laughs) But, she would give it a try. And, in the beginning, it was easier than in the end, because she got more stubborn. But that did spread out the time that we were able to keep her in the condo—longer and longer.

Debbie was not the only carer in my study that used the services of an adult daycare centre. In fact, most of the carers sang the praises of daycare facilities. As Crystal explained:

We haven’t had anybody in the house. The best thing that I got going for me is [the daycare centre]. 

Barbara echoed Crystal’s feelings explaining how the daycare benefited both her and her daughter. 





The adult daycare is a godsend. Because, it’s just… it would be too difficult. I mean, one of us would have to take off work. My mother’s at this stage—she cannot be left alone for long periods, because she tends to wander off. 

There came a point along the carer’s journey when the demands of the day-to-day responsibilities of caring became overwhelming, and the carers realized they couldn’t provide all the necessary care for their loved one themselves. In order to keep their loved ones in their homes, the carers needed to reach out for both physical and emotional support. Families, including children and siblings, were usually the first lifeline for support, whether it was direct help with the caring tasks or emotional support over the phone. Many carers were able to divide up the caring responsibilities between family members. Some carers, however, spoke about stressful times associated with lack of family support, which often forced the carer to take on most of the caring responsibilities. Some carers realized that family support was not sufficient, especially for carers who continued to work. These carers sought external professional help to extend the time their loved one could remain in their home. This included bringing professional carers into the home and the use of a local adult daycare centre. The carers who used these services found them extremely beneficial to both themselves and their loved ones. Several of the carers sought emotional support through carer support groups. They found comfort in knowing that other carers were going through similar situations. They also appreciated the additional information and suggestions they received. Although many carers found the meetings supportive, some found them to be highly emotional experiences as they listened to the stories and struggles of other carers. They were especially difficult for carers whose loved one had been recently diagnosed in early stages of dementia. These carers found the meetings somewhat disturbing as they began to realize and fear what lay ahead of them. Access to these groups was not always convenient to some carers. 

5)	Finding quality time: Accepting the person they are now.  Amid all the losses, pain and stress resulting from giving loving care to a person with dementia, it might be easy for carers to forget times during the disease where they are able to get closer to their loved one. They may not recall the quiet times when they just cherished their loved one for the person they were at that moment. As I continued my carer journey, I remember such times: long rides in the car, walks in the neighbourhood, playing with my cat. I cherish them even today. There were some very good times in the midst of a horrible disease. I became closer to my mother than ever before. Throughout my life, my mother was very expressive about her feelings. She loved to hug and kiss her children; however, I was never comfortable with these actions. As the disease progressed, I began to treasure her hugs and kisses to the point that I would be the one who initiated them. I remember one day when we were hugging and she began to cry. I asked her what was wrong, and she told me that she didn’t want to die and leave me alone. She told me that I needed her, and she didn’t want to leave me. That moment moved me tremendously. I told her not to worry about me, but just to take care of herself and her own needs—that I would miss her terribly, but I would be fine. Still, I realized just how much I really did need and love her. It was going to be very hard to let her go.

The carers in my study also shared such cherished moments where their closeness with their loved one masked some of the pain and hardships dementia caused. Crystal spoke of such private times with her husband.

For 55 years we have snuggled up at night. And we still have that. And that's a wonderful warm feeling if you can just divorce yourself from all the other stuff that you’re worried about and just snuggled up to his warm back, you know. It's the same thing. I've written poetry and everything else about it….That is really neat. So those things, for me, are real important and they help a lot. They help a lot. 

Gayle smiled as she shared a story about herself and her husband when he was still in the early to mid stages of dementia. She explained how before dementia he was rather hard to live with, but for the first few years of the disease, he became kinder and more involved in her interests.

We had good years. We would go and walk along the beach together. Things I would have used to have—forgive the word—“killed” to have him do with me…. But we had several really good years of...ah... his personality, rather than it can sometimes do, change and get stiffer or angrier or whatever, it went opposite with him. He was one that always thought he knew everything. And he, just almost overnight, turned into somebody that realized he didn't. So, we had good years for about three years.

Gloria’s relationship with her father had always been strained. She described him as “a very unkind father” and a “very mean, abusive alcoholic.” She believed that the time she spent caring for her father was a time of healing for both of them. She revealed an incident that exemplified this healing.

Last night I went in. I thought it was a little bit chilly. And I thought, “I’m going to put another blanket on my dad.” So I went in, and I put another blanket on him. And I tried to be real quiet, but he was kind of awake and he looked up at me and he said, “You're such a sweet girl.” And I thought “really,” what I thought was, “Who are you talking to?” Cause he never says that to me. And I almost cried. I mean, I thought, “Isn’t that nice.” 

Although Debbie struggled with the changes in her mother’s personality early in the disease process, she learned to accept and love the person her mother had become. She felt it was important not to grieve over the person they were and could no longer be, but to enjoy the time you have with the person they are now. She explained how she tried to convince her sister to do the same.

She'd cry every time we’d talk. I finally just said, “Ann, you have to enjoy her for how she is now.” And I said, “She's funny as all get out.” She honestly is. And I said, “If you can enjoy her and not think of what she used to be.” Because, I said, “There are little parts of what she used to be, because she’s still a caregiver and she cares. And, she does care how everybody is. It's still there. You know, the brain is gunked up.” And I said, “Just enjoy how she is right now.”

Amid all the losses and pain resulting from dementia, many of the carers were able to find some precious moments with their loved one—treasured moments where they were still able to touch parts of the person they remembered. Some carers took this time to build on their relationship. They were able to go beyond the past, let go of previous hurts, and build new relationships with their loved one. Other carers were able to work through and let go of their unrealistic expectations and instead of grieving the person they could no longer be, they learned to accept and enjoy the person their loved one had become as a result of dementia. These times were not easy, but finding these special moments seemed to mask some of the pain and hardships dementia caused and give the carers cherished memories to hold onto as the dementia progressed.

*	Moving down the road of plaques and tangles: Middle stage dementia—Essential interpretation.  This part of the carer’s journey is the longest and perhaps the most difficult stage. Although the length and features of the moderate or middle stages of dementia may differ from person to person, what is certain is that this time is filled with many losses for both the care recipients and the carers as they watched their love one’s abilities and independence deteriorate. As their loved one’s dementia progressed, they lost their ability to drive, to hold logical conversations, to manage their finances, and to do simple day-to-day tasks. For some carers, their loved one’s behaviour problems, such as wandering and running away from home, created additional stress on the carer and often impacted the safety of the care recipient. More severe or violent behaviour problems, such as combativeness and aggressiveness, tended to push carers to the extreme causing them to react inappropriately at times. They may lash out at their loved one and then later harbour feelings of guilt for their actions. Quite often, the inability to manage these complex behaviours may be the catalyst for moving a person with dementia into long-term care, although some long-term care facilities could not or were not willing to manage aggressive behaviours, thus adding additional stress and agony to the carer’s journey. 

This stage of the carer’s journey is filled with intense and sometimes conflicting emotions: sadness and loss, loneliness and love, hope and hopelessness, and grief. Unlike the loss associated with death, the carer’s grief was ongoing as they grieved each loss of their loved one’s functional ability. This type of grief is also intertwined with feelings of hope and hopelessness. At any small sign of improvement, the carer may hold onto hope and believe that the disease progression has halted or that their loved one might be improving. There came a time in this part of the journey, however, when the carer realized they needed to seek outside help and support if they wanted to keep their loved one in their home. Many carers were able to turn to their family for emotional support as well as assistance in the day-to-day caring responsibilities; however, some carers were not that lucky and were forced to manage without the family support. Carers also sought professional help as a means for delaying their loved one’s placement into long-term care, especially carers who continued to work while caring for their loved one. They often utilized and appreciated the services of adult daycare centres and professional in-home carers. Many carers also attended carer support groups. Although most appreciated the additional information and suggestions they received, some found it difficult to listen to the stories and struggles of other carers, especially carers whose loved one had been recently diagnosed in early stage dementia. These carers found the meetings somewhat disturbing as they began to realize and fear what lay ahead of them.

This period of the carer’s journey was filled with stress and turmoil at every turn, yet several carers were able to find treasured moments where they were able to connect with their loved one in spite of the dementia. Others were able to foster or repair damaged relationships during this time. Still others fought their own need to hold onto the person prior to dementia. By letting go and accepting their loved one for the person they had become, they were able to enjoy and cherish the time they still had with them.

III. Letting Go: End Stage Dementia 
The final stage of dementia can be a time of great emotional unrest and grief for carers. End-stage dementia is denoted by progressive loss of cognitive and motor functions such as the ability to: recognize important people in their lives; speak and understand language; express pain; and control movement such as sitting, walking and feeding themselves. This part of the carer’s journey is a time of “letting go.” The dramatic change in their loved one’s function meant that medical and ethical decisions now fell solely on the carer and other family members. Decisions during this period included whether to move their loved one into long-term care or continue care in their home and whether to extend life-sustaining procedures. The “letting go” stage also includes the inevitable loss of letting go of their loved one to death. Although I have separated the “letting go” phase of the carer’s journey from the above section on loss, they are closely tied since carers continually feel loss through death. However, letting go is distinctly different given that in the earlier phase of loss, carers were able to find support and means to keep their loved one in their home. Since the carers in my study were at different stages of the carer journey, not all of the carers have reached this stage. This stage of the carer’s journey is divided into five sub-constituents: 1) “Letting go of day-to-day responsibilities: Deciding on long-term care,” 2) “Finding the ‘perfect’ long-term care facility: Determining factors,” 3) “Transitioning into long-term care: Adjustments for the carers and their loved ones,” 4) “Late stage dementia: Losing function,” and 5) “Letting them go: The death of a loved one.” This section concludes with an overview of the essential interpretation of the third stage of the carer’s journey—“Letting go: End stage dementia.”

1)	Letting go of day-to-day responsibilities: Deciding on long-term care.  Not all people with dementia will reside in long-term care facilities, but it is almost inevitable for many who live into the later stages of the disease. Many of the people in my study had not yet faced that issue, but those who had found the decision to move a loved one into long-term care difficult. Even though carers realized the intensity of caring had increased and meeting their loved one’s needs was more challenging, they continued to hold on to their caring responsibilities. Many carers feared nursing homes. They insisted that having their loved one in a nursing home was more stressful then keeping them at home. For most, however, there came a point in their carer journey when they realized for health and safety reasons they could no longer manage their loved ones’ care by themselves. At that point they made the decision to find placement in a long-term care facility. Because of the fear of letting go of their responsibilities, some carers may have delayed long-term care placement to both theirs and their loved one’s detriment. Others accepted the additional challenges of caring and refused to place their loved one into a long-term care facility.

The carers gave many reasons for holding on to their caring responsibilities. Some were driven by their own need to stay close to their loved ones. Gwendolyn’s story exemplified this need.

You know, I could never tear myself away. 

Her need to maintain control over her mother’s care caused some conflicts between Gwendolyn and her sister, but she was still adamant that she would not leave her mother alone with her sister. 

I was afraid she was going to do something with mother that just was uncalled for, because this is how her mind works—how she thinks. She just always thought the opposite of me, and I was afraid that she might hurt her or give her stuff that turns her stomach inside out. And then, I would have to deal with my mother being sick when I got back.

Debbie’s struggle with giving up her caring duties stemmed from her belief that her mother needed her.

Her connection to me was really strong. Because my brother—my oldest brother in Dallas—really wanted her to come to Dallas to be in a nursing home. He…has two kids, and he thought they could give more time than Carl and I could do by ourselves. But, I knew she would never separate from me….Because, I was her lifeline. I could feel it. 

Debbie described an incident that illustrated the bond between her and her mother. Debbie’s entire family stayed with friends when they were forced to evacuate their homes due to a hurricane.

If she didn't see me, she would burst into tears. So, the move... any of that kind of move, is stressful. She just went hysterical in my friend’s backyard. And, she knows Diane real, real well. We stayed with them. And she would say, “Where's Debbie? Where's Debbie? Where's Debbie? Where's Debbie?” I'd say, “Mom, its okay.” So, when we slept, she had a room… right up the hall from us. And I said, “Mom, I'll keep my door open. If you have any problem, you just come up the hall.” If she had to go to the bathroom, that was up the hall. So… I heard her go to the bathroom. And then I heard her come out, and I heard a kind of an “Ahhhh….” I had a feeling she was lost. And I just—you just bolt out of bed, you know, and, “See, I'm right here. You just need to take a left right here.” And then the second time, she was fine. It was just that first night. She said, “Oh, I see you. I see you.”

Coupled with the need to hold onto their carer responsibilities was the carer’s fear of moving their loved one into a long-term care facility. Well-meaning friends and healthcare professionals often encouraged the carers to consider this type of placement, but most of them struggled with that decision. For some carers, this constant advising put a strain on personal relationships. One thing that seemed constant for carers at this stage was their belief that they could give better care to their loved one than strangers in a long-term care facility. Barbara explained how letting go of her caring responsibilities would only cause her more stress.

I've had doctors tell me, “You know, you need to do something different. You need to think about placements or something.” In my mind, as stressful as being the main caregiver is, I think I'd be more stressed if I didn't know what kind of care she was getting. Because, she is at the stage now where she doesn't tell you if she's hungry, uncomfortable, nothing. How do I know that somebody else is going to be there if she doesn't ask? If you don't supervise her bath or brushing her teeth and all that, it wouldn't be done. And I just can't do that. I have to know what kind of care she gets…. I really thought it would be more stressful for me to have her somewhere else when I didn't know what kind of care she was getting, and she probably couldn't tell me what kind of care she's having. They can't! You don't know what's been done to them! You don't know! And you can't be there all the time.

Gwendolyn’s fear of nursing homes was so strong that she insisted on keeping her mother with her in her home.

I refuse to put my mom in a home—in a nursing home. There is no way…. I kept her…. I knew exactly what she liked, and I knew she liked that coffee in the morning. 

I understood these carers’ fears since I lived with much of the same fears even after placing my mother in long-term care. The fears were intensified when my mother was moved into each new nursing home after being removed from a facility for her behaviour problems. I remember how difficult it was for me to talk to my friends about my mother’s problems. In the beginning, they thought I should move my mother into a nursing home as soon as she started having problems. They believed she would receive better care there, but I found out that was not the case. After she was kicked out of several nursing homes, my friends kept saying, “Put her in a state hospital.” That was their answer to everything. I became so tired of listening to their advice, that I just stopped talking to them, because I knew that wasn't what she needed. 

Gayle’s fear of nursing homes delayed her placing her husband into long-term care. As she reflected on this decision, she questioned if that was the best choice

I didn't do as I'm saying, I'm saying it now—that I should've put John in a program a long time ago, because then he would have adjusted to having people around him.

For several of the carers in my study, the decision to move their loved one into long-term care came when they realized that they could no longer provide all the care themselves. Gordon’s first serious thoughts about long-term care placement came after he was unexpectedly hospitalized.

I had an incident where I had to go to the hospital. I went down for a routine exam and... The nurse found that my oxygen level in my blood was down to 44, so they rushed me to the hospital. My youngest daughter was visiting that week from South Dakota, and she took over and took care of my wife while I was in the hospital. But…I realized I'm not Superman. And I truly believe that I could care for my wife better than anyone else, but something might happen to me. And I want to be prepared. So, I looked for an assisted living facility for her. 

Jim realized his wife needed more care when her behavioural problems became too difficult for him to manage on his own.

The biggest item, is that I, I couldn't handle it at all. And that's why I made that decision…. It deteriorated to where I could not control it at all. I had to put her in a rest home, or whatever you call them.

Debbie also recognized when she had reached her limits.

I mean, we needed that room right away. You know when you realize it's bad.

Although Gayle had tried to keep her husband at home, she also spoke about an incident that forced her to immediately rethink her decision.

When I first realized that I couldn't do this any longer, I got one of the constables to come, because by then is when he was doing this stiffening thing, and I knew I would never get him in the car, get him to the hospital and get him out without something happening. So, the county sent one of their constables, and we went to the... geriatric care centre—he went there and stayed for a little while, until I could find some place that would take him. 

Although not all people with dementia will reside in long-term care facilities, it is almost inevitable for many who live into the later stages of the disease. Most of the people in my study had not yet faced that issue, but those who had found it extremely difficult to make the decision to move a loved one into long-term care. Even though carers realized the intensity of caring had increased and meeting their loved one’s needs in their home was more arduous, they continued to hold on to their caring responsibilities until they could no longer manage it themselves. Some carers did not realize this until after they became ill and physically could no longer care for their loved one at home. Others were able to accept they had reached their limits. The carers gave many reasons for holding on to their caring responsibilities. Some were driven by their own need to stay close to their loved one and others by their belief that their loved one needed them. Coupled with the need to hold onto their carer responsibilities was the carer’s fear of moving their loved one into a long-term care facility. Many carers feared nursing homes especially if their loved ones were unable to communicate his or her needs to others. Well-meaning friends and healthcare professionals often encouraged the carers to consider long-term care, but most of them struggled with that decision. For some carers, this continuous advising put a strain on personal relationships. One thing that seemed constant for carers at this stage of the caring journey was their belief that they could give better care to their loved one. They insisted that having their loved one in a nursing home was more stressful than keeping them at home. Because of the fear of letting go of their responsibilities, some carers may have delayed long-term care placement to both their and their loved one’s detriment. Others accepted the additional challenges of caring and refused to place their loved one into a long-term care facility.

2)	Finding the ‘perfect’ long-term care facility: Determining factors.  Even though the carers struggled with the decision to place their loved one into a long-term care facility, once their decision was made, they embarked on a search to find the “perfect” facility—one that would best meet their loved one’s needs and desires of. Each carer had a specific set of criteria individualized to their loved one’s needs. They were particular about the amenities the facilities offered and waited until they found one they believed was most suitable and offered a smooth transition for their loved ones. For example, Gordon’s determining factor in selecting a long-term care facility for his wife was whether or not she would be able to have a private room with a bathtub. Being able to take a bath was very important to his wife’s lifestyle. Since she had anal ulcers, tub baths offered her relief. He described what it was like when he found what he thought was the perfect home.

It wasn't the fanciest place in the world, but it was quite adequate. They had the facilities and the care that I felt she would need. So I told them, I wanted a private room with a bathtub. They only had two of those in the whole operation, but they were both filled. So I said, “Put me on the list. I'm not in any great rush, but that's where I want her at.” About four or five months later, they told me that the lady that was in one of those rooms with a bathroom and a tub had some arthritis problems and couldn't get in and out of the tub anymore, so she was moving to a room with a shower. So I got that one. The reason for the tub is that she has anal ulcers, and she's always... she's taken a sit bath every night for many, many years. So, I felt that that was important.

Debbie, with both her sister and sister-in-law, spent a good deal of time trying to find a location that was just right for her mother. She had several specific amenities that she required of a long-term care facility. 

I knew there were places that offered activities, and my mother needs activities. She still needs activities to this day. 

She explained how her search lead her to what she believed was a perfect assisted living facility for her mother. 

It only takes 32 patients, because it's broken into four clusters with eight people in each cottage. So, you have four cottages. And then, you have your main centre in the middle…. It’s a certified Alzheimer's—dementia unit…. And, you have staff in each of these pods, so they know everybody—all thirty-two people. And, there are two to a room. Each pod has its own kitchen, so she eats her meals with the same eight people, which makes you close. And, then there is a centre area with two living rooms—they also have a living room in their own pod area. So, when you go to visit, you can sit in there, or you can sit out in the general area…. Then, there is a separate area in back that has a game table—they have a game area where they put them in a circle. And, they have big balls for exercise, and, she loves to kick the ball. And, there is a fireplace back there, and they have a backyard. And, they actually have garden days for ones that are able to—there are some that can't do it, but they always take them outside so they join in. And, they're not just lying in bed all day. They are up, and they are dressed. And, she's happy. 

Debbie had one more amenity that was critically important to her selection—the facility must accept pets. Her mother had a dog that she was very attached to and was unwilling to leave behind.

She would have moved… three years ago, but they would not take her dog, and she would not leave her dog.

Even though the carers struggled with their decision to place their loved one into a long-term care facility, once their decision was made, they embarked on a search to find the perfect facility that would best meet the needs and desires of their loved ones. This may have helped the carer alleviate some of the fears they held about nursing home life and make their decision to move their loved one into long-term care more palatable. Each carer had a specific set of criteria individualized to their loved one’s needs. It was important to the carer that their loved one’s previous lifestyle, the amenities the facility offered, and staff treatment of the residents all be considered. Most carers were willing to wait until they found a long-term care facility that met their criteria and would offer the smoothest transition from life at home to life in long-term care. 

3)	 Transitioning into long-term care: Adjustments for the carers and their loved ones.  The transition from living in one’s own home to a life in a long-term care facility can be difficult and stressful. People who have been moved into a long-term care facility may feel anger towards their family members for leaving them alone in an unfamiliar environment. They may feel confused and alone. The move, however, can be equally stressful for the carers who are having difficulty letting go. This transition period required changes and adjustments on both sides. The carers in my study insisted on receiving good care for their loved ones. Driven by this need, carers often maintained vigilance at the long-term care facility visiting often and on a regular basis. For some, the transition period smoothed out over time. Carers learned how to let go and trust the staff at the long-term care facility. For others, however, time only created additional concerns when their loved ones began acting out and creating problems for the facilities.

Debbie spoke about the difficulty her mother had in transitioning to the assisted living facility.

In the very beginning when she—she was angry that I put her there. And so whenever I go—you know, if I went three days later—“You have left me here.” And she’d even go to the nurses, “Where's Debbie? I need you to call her.” So in the very beginning, they’d call me. And they'd put her on the phone and I would say, “Mom, how are you?” “Ahhhh, it's you, thank God. You've got to rescue me! You’ve got to get me out of here!” I'd say, “What's wrong, mom?” “Well, some...ah... I... I... I don't know. This is happening. That's happening.” And she could never get specific, because her words are not good. I said, “Mom, I'm going to be there in two days.” “How long is that?” I said, “Ask Stacey in the front office. She will tell you.” “Okay. That's good.” “Okay, I'll be there in two days, so don't worry. Everything will be fine.” “Okay. Okay.” 

Debbie explained how things are different now that her mother has been in the facility for a while.

I used to call her, and they'd go get her. They say, “Miss Louise, you have a phone call.” And they'd hand her the phone and she would go, “(excited) Hi!” We don't call anymore. She doesn't know what to do with the phone. They'd actually say to her—Robert would say, “Miss Louise, say hello” …. “Hello.” I'd say, "Mom?” “Hi.” I'd say, “How are you?” “Oh, I'm fine.” And then she’d put down the phone and walk away. And Robert would say, “Were you done talking to her?” I’d say, “No!” My sister would call from…West Texas. She'd say, “Debbie, she just put down the phone.” So, it doesn't do any good to call anymore. We’ve progressed past that.

The carers in my study also had difficulties making the adjustment to long-term care. Many still held onto their loved ones and their role as carer by making frequent visits to the nursing home. Although Gordon’s wife had been in long-term care for about eight months, he still tried to visit his wife daily.

Since August the fourth when I placed her, I've been to visit her every morning from sometime between 10 or 11 until noon, with the exception of four days. One of them was today, because I wasn't feeling very good and I didn't want to pass on... anything... I didn't want her to get sick. I apparently have some flu symptoms. And then there was the one weekend when my kids finally convinced me that I should go visit my oldest daughter in Austin. 

Debbie also explicated her own struggles in separating from her mother.

In the beginning, I probably went every other day. And a lot of this had to do with me. So, what I've tried lately—because we're selling the bed and breakfast and we hope to travel a little bit—and, I've got to be able to go ten days without seeing her…. So, what I've actually done is I’ve skipped a week. Because, what I've realized just the past three weeks—she doesn't totally judge how much time it's been. It used to be that I could go for a week and when I got back in seven days, she was antsy. I could tell she was antsy because I would call them and I would say, “How’s she doing?” And they’d say, “She’s okay.” But there was this antsiness. And, I had an antsiness too. So, I thought, “I've got to break this little cycle and get past seven days.” I made it eight days one time. Last week I went two days, because I skipped a week. I was so anxious to go back Monday. Then we had Easter dinner on Friday. So, I went Monday and Friday. This week—I'm going to try to skip this week. Because, I need to get off that cycle too. My brothers and sisters do. I figure, this is my hang up. In the beginning, I made it exact. The same day—I went every Wednesday. Then with the business I would have, oh my gosh, I had too many people and it was like, “Oh, I have to wait for Thursday.” And I would get anxious having to wait till Thursday. So, I'm working at trying to make it longer in between, because I have found that it doesn't matter. I've gone, like on a Friday, and I'll go—and she and [her friend] are in their room. And they've got a book. She loves to go through books and look at the wolves and the different animals that are in the book. And it's like, I'm not there. There are days when she'll go, “Well, hi.” And she just wants me to join them as they go through the book. And it will be a whole hour just going through the book. And it was like, you know, she would have been just fine if I hadn't shown up. And I've realized that.

Several of the carers mentioned the importance of making friends for their loved one’s transition. Debbie described how her mother made connections with the facility director and other residents

My mother is social. She's always been a social person. The director there said, “Your mother is the only person here who knows I'm in charge.” And she says, “I can't tell you what a good feeling that is, because I've never had anybody that knew I was in charge. She will—Monday morning will come, and she's like, ‘I've got to tell you what happened this weekend.’ This went up... and this went down... and the Italians are out there....’” And then, my mother was a caregiver for many years for my grandmother. So there's a part of her that's a caregiver still. And so, the woman next door to her…has been there a lot longer than my mom. She's a sweet lady, and my mother has befriended her. They told me this just a couple of weeks ago that my mother is the only one that's ever made a friend in this place—that's literally had the capacity to make a friend. So, my mother takes Sylvia by the hand and helps her. Now, they talk to each other. And they talk like, “ya-ya-ya….” My mother thinks there's a conversation, and Sylvia thinks there's a conversation, but they're not the same. Not at all. So, we started to make Sylvia a part of our family because they're just inseparable.

Although Gayle faces a situation that might be disturbing for some wives, she laughed when she described how her husband has made new friends at his nursing home.

He loved the girls to pet him and touch him and talk to him. And… he didn't use to be very demonstrative—period, at all. But he got to where he just soaked it up. Well, he just fell in love with this little girl and she was a Spanish girl—and she… was his girlfriend. And, other people would look around to see if I was watching to see if it mattered or not, because he would hold her hand and he just loved her to death. Well, one day, he decided... instead of her, he got another girlfriend…a patient there, and she was in a wheelchair. And he thought, I'm sure in his mind that she was either me or his first wife from 35 years ago, I don't know. But whoever it was, he was taking care of her very well. And, he would push her around in a little wheelchair. Well one day I came in and I hugged the other people on the way to him and everything, and I get to him and I say, “Hi there, honey.” And he turned around and looked at me and he said, “Can't you see I'm busy?” And I said, “Well that's all right. I'll just sit down over here and wait a little while.” And anyway, he takes her hand, wheels her around a little while and then he stops and talks to her. And she wasn't able to communicate—it was gibberish. But she just looked up at him, and she just gibberish away. And, he'd pat her on the shoulder and do a little thing over here (Gayle indicates with a gesture). Then in a minute he does this little thing where he hikes up his britches like this (Gayle indicates with a gesture). And he leans down and—I have no idea what he said to her—but he leans down and he tells her to be back in a minute, evidently. He remembered that I was still sitting over there. And he came over there and he sat down beside me and he said, “Okay... now what do you want?” And I said, “Well, I just came to see you for a little while.” And I said, “I can't stay for a long, long time.” And I said, “So, I guess if we’re going to visit, we better visit.” And he said, “We don't have to visit. You're my wife.” And I mean, it was like... “whew-whew-whew-whew.” (Gayle indicates with her hands how everything speedily went by between them.) Like that. But, I was able to laugh at a lot of those kinds of things.

Although many of the carers feared the care their loved one would receive in long-term care facilities, most were pleasantly surprised with the quality of care they experienced. Gordon expressed gratitude towards the nurse aids at his wife’s facility, especially how they treated his wife when he left town for a weekend and was unable to make his regular visit.

I was quite concerned about this because she had been asking the caregivers there, “Where's my husband? Where's my husband?” And they would all tell her, “He’ll be here. He'll be here.” Because, they knew I would. And I said, “Now don't do that this weekend.” And one of my favourite caregivers there said, “I'm going to be on. Don't you worry about it.” So, I didn't.

Jim was also pleased with the conditions at his wife’s nursing home.

It was very nice—well controlled. The nursing staff was all over it. I saw no mistreatment.

Debbie credited the staff at the assisted living facility for making her mother’s transition easy and her life happy.

She's happy. That's the key. She's not crying. We went through those spells in the beginning, but she's not crying. And… we have... a... I think he is called like the life enrichment director. He is so outgoing. And, if you have any problems getting out the door—it's a push button code—the family members know the code, so you can slip out—but when they get a new patient, they have to redirect them because they see the door opening, and they want to escape. So I'll just say, “Ron.” because in the beginning, we would have a hard time saying to Mom, “We've got to go. We have to go back to work. We've got people checking in.” And she would say, “Okay,” and then follow us to the door, because she thought she was going with us. So, I said, “Ron. We're going to go now.” And he'd say, “Miss Louise, can you come with me? I need help popping the popcorn.” “Oh, okay.” And, off she'd go. See, she totally forgot. And, she'd help him pop popcorn, and that made her happy.

Only five of the carers in my study had placed their loved one in long-term care. Three of these carers had positive experiences. Two of the carers, however, were concerned about their loved ones’ behaviour problems and how that might impact their stay in a facility. As the behaviour problems increased, so did the carers’ fears. They worried about whether or not a facility would keep their loved one and continue to care for them. They were worried that if the person was removed from a facility, that other facilities would refuse to take them. Unlike the other carers who spent much time selecting the perfect facility for their loved ones, these two carers had little choice in facilities. Gayle described some of her fears.

I waited so long that when I was ready to say, “Okay, I can't take care of him at home anymore,” places…wouldn't take him anymore. I couldn't get him into anything that didn't have a totally secure unit, because by then, he had run... he was obviously getting stronger than he looked... physically stronger... and had gotten to a point where I used to could take him by the arm and say, “Come on honey, let's go this way.” If I got to do that, it would be the stiffness—and he didn't move at all or he would absolutely go the other way…. When we first came, it wasn't all roses going into that nursing home thing.... I got him in there and he was in there seven hours, and he just went ballistic. I mean, he had enough of everything left in him to know that he didn't want to be there. And, he was just furious with me. He was angry with me. “Why did you bring me here?” But he ended up going really, really, really nuts. They brought him to… the psych ward. It was like ten to twelve days that we were there. And then from there, that’s when you felt the fear, “Are they going to keep him?” I was scared to death that I wasn't going to get him back in [that facility], but they did take him. But, he did have to leave for that reason, again. But he had times in there when he first got there that he would go around—and I don't know if it was his anger, or I don't know what it was, but he would turn over every table he could find. So there were a lot of times that I would think, “Oh my God, if he is not good, what am I going to do, because, there's no place else. This is pretty much it.”

I understood these fears all too well. My experience was perhaps most contradictory to the other carers’ experiences. The struggle with nursing homes was possibly the most difficult part of my journey. Since my experiences with nursing homes had such a major impact in my life as a carer, I believe it is important to describe them in more detail in a way that will add hermeneutic value and richness to my study. As I have mentioned, my mother was kicked out of five nursing homes because of her behaviour problems. This was made worse since they were unable to give her psychotropics because of the negative interactions with her seizure medication. When they did give them to her, she went into seizures which often seemed to lead to multiple days in the hospital when she was in a coma. Every time she was kicked out of a nursing home, we’d have to go through a new nursing home doctor, and each one seemed to want to adjust or change her medications—even if she had previously tried the medication unsuccessfully. Since they were new doctors, I would try to tell them what medications she had been on previously—what worked and didn’t work, but that got me in trouble. I had one nursing home administrator tell me, “You have a reputation that follows you. You're just a troublemaker.” So by trying to help them understand her history, I became a troublemaker. We eventually found a wonderful neurologist who would work with her, but the nursing home doctors would say, “I'm her primary care doctor.” And I would say, “Well, just work with the neurologist.” But most of them wanted to start all over again. One nursing home doctor told us to leave, because my mother was in a seizure and we wanted her to go to the hospital where her neurologist practiced. Since the nursing home doctor didn’t practice there, he refused and told us if we wanted her to go that hospital, we would have to leave the facility.

When my mother was about midway through her disease, the administration at one of the nursing homes actually committed my mother to the state mental hospital without telling me even though I visited her every day. They said she stabbed one of the nurse aides with a plastic fork at lunch. So they went to court, and had her committed. I had no rights and could do nothing to prevent her from being transferred. This was a horrible situation for both of us. I insisted that I would take her because she was already confused and this would only frighten and confuse her more. Although I took her to the hospital, she was still scared. A nurse met us in the waiting area and took some information and then took my mother to the back. I asked if I could come with them to help with the transition, but they refused my request. She was crying and begging me not to leave her. I felt helpless—as if I had failed her. I went to visit her the next afternoon and they put us in a small dreary room. While I was talking to her, I noticed she was having small tremors, so I tried to get a nurse. That took a good 30 minutes. I explained that she had seizure disorder and was having some small seizures and needed to see a doctor. So the nurse said she would look into it. About 30 minutes later, she returned and told me that she had been taken off all of her medications the night before so they could “dry her out.” I said, “You can't take her off her seizure medication. She goes into comas!” Again, I insisted that the nurse have a doctor look at her. While I was waiting, my brother came, saw her seizures and immediately became angry. I explained the situation and we both sat there waiting and watching her seizures increasing. A doctor finally came about 7 pm. I said, “You need to do something. She needs to be on her seizure medicine.” He commented, “Well, it’s our procedure to take patients off all medications, because we want to be able to start them from scratch.” I was angry and demanded that she get her seizure medication. At that point, the doctor said, “I'm a psychiatrist, not a neurologist. The neurologist will be here in the morning.” And, he left. She was getting worse, and I knew she needed to be taken to the emergency room, so I called the nurse again. When she finally came, I told her that my mother was not going to make it to morning and needed to get to a hospital so they could stop her seizures. I knew this because we had been through the same situation four times previously. About an hour later, the nurse returned and said, “I've got a doctor's okay to send her to the county hospital.” I said, “But her neurologist doesn't practice there.” He practiced at a hospital that was only two blocks away from the mental institution. She didn’t need to go to the county hospital since she had both Medicare and private insurance. I was practically begging the nurse when she told me, “Lady, your mother is a ward of the state. You have no say in what she does.” And I said, “Lady! I'm her daughter. If you don't get her to that hospital, I'm going to put her over my shoulder and take her myself.” I was so angry. Another hour or more went by. The nurse came back and explained that they finally had agreed to take her to the hospital I was requesting. By the time she got to the hospital, she had already slipped into a coma which lasted for four weeks. When she got out, the state mental hospital refused to take her back, and once again, I had no place to put her. 

For once, however, it seemed like a miracle happened. My mother had been on a waiting list for six months for a nursing home that had a late stage dementia unit. They finally had an opening that coincided with her getting out of the hospital. And I'm thinking, “Thank you. Thank you. Maybe they'll understand!” I found, however, that even though it was a middle to late stage dementia unit, the facility still had difficulty dealing with her combativeness.

The nursing home doctor at this facility was pretty much the same as the previous ones I had encountered. He also insisted that he was her primary care doctor and would be responsible for her care. I tried to explain to the facility’s administrator that my mother had been seeing this neurologist for a few years and he had really worked at keeping her seizures under control and her behaviour problems at a minimum. I explained all of the problems we previously had in other facilities—risking being called a troublemaker once again. I even offered to make the doctor’s appointments and take her myself. The administrator said he would have to consult with the nursing home doctor. In a few days he got back with me and told me that the nursing home doctor saw no reason for my mother to see a neurological specialist. I couldn’t believe it since she had seizure disorder and dementia. Her seizures and behavioural issues were getting worse. I spoke to her neurologist myself and explained the situation. He was willing to put her in a rehab hospital to adjust her medications and get both her seizures and behaviour problems under control, but the nursing home refused to take her back into their facility after her treatment. Since there were no other facilities willing to take my mother, my hands were tied. Well, all came to a halt in about four months when she threw a glass in the lunchroom. Mom had hurled a glass 20 feet in the air and hit a nurse. This ultimately led to me being asked to remove her from the facility. I wrote an internet letter which connected me to the Senior Law Center in Washington, DC. After explaining all the issues my mother had faced including the fact that there was no communication between nursing home doctors and that she was not allowed to see her own neurologist, the lawyer said, “I think you have an American with Disabilities Act (ADA) case.” The lawyer connected me with a local attorney who advised me how to approach the facility staff during my mother’s care plan meeting. He suggested I tape record the meeting, and when they told me I needed to remove my mother from the facility, to ask them, “Do you think you have made every possible, reasonable accommodation to meet her needs?” 

After fighting nursing home for what seemed forever just to get proper care, I finally found a resolution. The nursing home agreed to let her go to rehab and then return to the facility. I agreed to move closer to the facility so I could get there quickly if they needed my help with her. I agreed to put a phone in her room with programmed buttons so they would just have to push one button to get in touch with my brother or me. And, I agreed to have a sitter sit with her in her room for all her waking hours. I hired someone to come in while I worked and I would sit each evening and weekend. I had a social worker come out and teach the staff how to work with my mom’s behavioural problems. All I asked of the facility was to allow me to take my mother to her neurologist for regular visits and to call her neurologist, not the nursing home doctor if she had any neurological problems. They agreed. For the first time in almost four years, I felt like I could breathe and trust the system to work. She remained in this facility for the last three years of her life.

The transition from living in one’s own home to a life in a long-term care facility can be difficult and stressful. People who have been moved into a long-term care facility may feel anger towards their family members for leaving them alone in an unfamiliar environment. They may feel confused and alone. The move, however, can be equally stressful for the carers who have difficulty letting go of their caring responsibilities. Driven by their needs as well as their concern for their loved ones’ care, carers often maintained vigilance at the long-term care facility, visiting often and on a regular basis. The transition period required changes and adjustments on both sides. For some, the transition period smoothed out over time. Carers learned how to let go and trust the staff at the long-term care facility. Some carers believed the transition was smoother when their loved ones were able to make friends with staff and other residents at the new facility. They also believed that as the disease progressed, their loved ones were less concerned about how often the carer visited. Overall, most of the carers were pleased with the long-term care facilities and the quality of care their loved ones received with the exception of those whose loved ones exhibited behavioural problems. These carers often lived in fear as to how the facility was going to react to these behavioural disturbances. They had problems finding facilities that would accept a person with extreme behaviour problems. If they did find a facility that accepted them, the carers worried about whether or not the facility would allow their loved ones to remain in the facility if the behaviour problems escalated. For these carers, the transition was rarely smooth. Unlike the other carers who spent much time selecting the perfect facility for their loved ones, these carers had little choice in facilities.

4)	 Late stage dementia: Losing function.  Watching a loved one move into the late and final stages of dementia was a period of great sadness for many carers. They watched the people they knew once as whole human beings slowly lose all major functions as the dementia progressively deteriorated their brains. Their loved ones were no longer able to do activities that were once important to them. They forgot people and pets that had been significant parts of their lives. They stopped communicating and shut down in their own demented world. At this point, carers were not sure how much communication their loved one understood. They wondered if somehow their loved one still recognized them. Also, without the inability to communicate, carers were unable to know what was happening in their loved one’s world and feared that he or she might be in pain but unable to communicate that to them. 

When Debbie was searching for a nursing home for her mother, she insisted on finding one that would permit pets so her mother could bring her dog. Her mother was adamant about not leaving the dog behind. But as her dementia progressed, the dog too was forgotten. Debbie explains.

She moved… October 1st, and, the dog went with her. It's a Cockapoo. So it went until Christmas when they called me one day, and they said, “Debbie, you know, I think you can take the dog back, because your mom seems to forget about her. She makes her stay in a room and tells her to be good. She put her up in a bed and she put the covers around her and she says, ‘Now, you stay.’ And then she goes gallivanting and does the activities and forgets that the dog was there.” So the dog would mess on the floor and the nurses would have to clean that up. Then someone would have to remember to take her out back, because mom didn't want to go out back when the weather was a little windy or something. She’d say, “Well, I just told her she's not going.” See, she lost the concept of the dog.

Debbie had to remove the dog from the facility. Although she worried how her mother would accept this change, she found that it had little effect on her mother. 

They have a pet day once a month at the nursing home, and there is a local group that brings pets. And, they bring this white Cockapoo. And, Mom every so often will say, “Hmm, I really like this dog.” And, she use to, at the very beginning, would say, “Yeah, I used to have a dog like that.” And…I'd say, “Yeah, you did, didn't you mom?” And she'd say, “Yeah. Somebody stole it.” But, not upset. She just said. “Somebody stole it.” And I said, “Really? Yeah... isn't that funny? She's gone.” But, it doesn't upset her. And, I was sure she would be very, very upset.

Barbara watched her daughter’s interests decline now that she is moving into later stages of the disease. She talked about how much her daughter used to enjoy exercising.

The only thing that I can get her to do now is to walk. She uses to exercise religiously, every day. But, she walks. We walk the dog. We have a little Dachshund, so we walk the dog. She'll still do that, but I can’t get her to do any other exercise anymore. It's just too much, I think. But, she still walks, and I'll let her keep doing that as long as she can. But she actually forgot how for a while.

Gwendolyn explained how her mother’s systems shut down one by one. Her mother had lost the ability to communicate. Gwendolyn was never sure how much her mother understood.

We bought her a little TV, and she ate her meals. She ate everything you gave her—just cleaned her plate. And, I would talk to her in the morning and asked her in the chair, I said, “Are you ready for your breakfast?” She'll shake her head. I don't know if she understood me or not. I don't know if she knew my face or what. But, she would always smile when I would get to that bed in the morning and see her…. She was not talking. My mother's stopped talking in ‘96—that was the last.... The only time mom would say something is—like she didn't want to take a bath. And if I was rough with her—trying to get in that tub—then she would say, “No! Stop!” She would say that. Or, either she would just say, “Stop!” And then that was it—nothing else…. Then, she got real down, and then it was just one thing after another—her bladder, her kidneys, everything, just started shutting down. They brought hospice in and that was a big help. They were a big help.

My mother also lost her ability to walk and eat by herself. She stopped communicating the last year of her life. It was interesting watching how she slowly lost her ability to communicate. I remember it most when we said “The Lord’s Prayer” together every night—something she had done all of her life. As her communication problems worsened, she would forget some of the words. At that point, she always said, “You start it.” So I would start and then slow down and let her take the lead. I would go with whatever words she remembered and always acted as if she said it perfectly. I remember the last few times we said the prayer before she stopped asking me to say it with her. As usual, I started it. “Our Father, who art in heaven….” Then I paused and she said, “Forever and ever, Amen.” I kissed her and left. She never asked about it again. For a while, she would sit and talk to herself—continually talking. She would always refer to herself in the third person, “she.” I would sit or lay in bed with her and talk. Her eyes lost focus and seemed distant. I don’t know if she understood anything I was saying, but I never stopped trying. Every once in a while, I thought I saw a glimmer of recognition. Maybe it was just me, but I had to hold onto that belief.

A few of the carers were concerned with how much pain their loved one was experiencing, but unable to express since they could no longer communicate. Jim spoke about his concern.

What I can't figure—and no one can tell you—is how much pain is really there…. I wonder if there's pain. They can't tell you or they tell you they're hurting and they're not. I just don't know.

Jim’s concerns bothered me since I had also wondered if someone with dementia feels pain but couldn’t express it, or if they did not feel pain any more. I recall one time when my mother had cut her toe. I went to see her in the nursing home and noticed blood on her sheet. Her toe had bled quite a bit, so I asked her if it hurt, but she said nothing. I then asked the staff if they know what happened. No one did. My mother was not crying or indicating pain in anyway, but I know if it had been me, it would be causing me much pain. It had been cut so deeply that she had to go to the hospital and get five stitches.

Watching a loved one move into the late and final stages of dementia is a period of great sadness for many carers. They watch the people they once knew as whole human beings slowly lose all major functions as the dementia relentlessly deteriorated their brains. They watched them as they lost the ability or knowledge to participate in activities or remember people and pets that were once important parts of their lives. They were pushed further away from the person they loved when that person was no longer able to communicate with them. They were unable to know what was happening in their loved one’s world and feared that he or she may be in pain but was unable to communicate that to them. Eventually, they lose their loved one in their own demented world. 

5)	Letting them go: The death of a loved one.  After a long and tumultuous journey as a carer for a loved one with dementia, and after grieving each loss through the progression of the disease, the carer is ultimately faced with the death of their loved one. Not all carers in my study had experienced this death, but those who did recalled the experience. One of the carers, Jim, still questions how the disease took his wife’s life.

You see, all she had was the Alzheimer's. She didn't have any other physical problem.

Gwendolyn recalled how she had taken care of her mother at the end, but was not with her at the time of her death.

From Friday to Saturday, she started this really hard breathing. Her eyes wouldn't close. I tried to close them. And, I would get up through the night and do the same thing. “You need to rest.” They would not close. And then Friday afternoon, the nurse came by and she said, “Miss Chambers, she may not make it over the weekend.” And I said, “Okay.” She says, “Are you prepared?” And I said, “Yes.” She was here with me. And I said, “Okay.” And, I had a breakfast meeting that morning and it was like eight o'clock. I kissed her and I said, “The good Lord is going to take care of you.” I went to her ear, and I said, “I love you, and I will be back in about an hour and a half.” And I didn't make it back in time. [My daughter] discovered her. She went to see about her while I was gone and, she said she had passed.

Even though there was just a shell of my mother left, I was still not sure I was prepared for her death. I struggled with my own needs as well as her needs. Any decent quality of life was gone for her. Still, almost seven years of my life had been devoted to her care. Caring had become my life until one night when I received a call from the nursing home at about 10 pm. The nurse said, “Your mom has been in a grand mal seizure for about an hour. Do want her to go to the emergency room?” I was so upset I could hardly speak. I said, “She's been in the grand mal seizure—a full-bodied seizure—for an hour and you want to know if she should go to the hospital???” I couldn’t believe they had waited an hour to call me especially after putting a phone in her room and moving across the street from the facility so they would have easy access to me. I asked the nurse if she had called the neurologist, and she said, “No.” They let her sit in a grand mal seizure for an hour and had only called the nursing home doctor after she had been seizing for a half hour. He told them to give her some Phenobarbital, which they did, but not intravenously so it would act fast enough to get into her system to stop the seizures. I immediately ran over to the nursing home. When I got there, she was blue, and every part of her body was in convulsions. At that point, I lost it and started screaming. “How could you let her lay in this condition for over an hour without getting help? Why didn’t you call her neurologist? I just can't believe that you've done this! I can't believe it!” I was so angry. I was even angrier because I had worked so hard with this nursing home to come to an agreement that at any sign of a neurological issue, they would call her neurologist. I had kept my end of the agreement, why couldn’t they? I knew in my heart that she wouldn’t make it this time.

By the time we got her to the emergency room, the doctors said she had so much brain damage from this event that they thought I should be prepared to just let her go. Already, she wasn't talking, and somebody had to feed her. She couldn't use her hands and she couldn’t walk. So, I said, “All right. Let's let her go.” They took her out of ICU, put her into a regular hospital room, cut off all food and liquids, put in a morphine drip and called Hospice. I stayed with her, leaving only for short periods to get some sleep. It was very difficult watching her gasp for breath and to listen to the noises that I knew meant the end of her life. I found a bible in her drawer and began reading the 23rd Psalm—which I knew she liked. All the time, I still questioned my decision to let her go. The day before she died, the strangest thing happened. My mother had already been in a coma for a week and on a morphine drip for a few days. My brother left me at the hospital to run an errand, but called to see how things were going. As I was talking to him on the phone, she opened her eyes, and looked straight at me. I have no idea if she knew who I was, but she spoke very clearly, “Please, help me.” In fact, she spoke so clear and loud that my brother heard her on the other end of the phone. I thought this must be a sign from God. I told my brother, “She’s ready to die.” My mother shut her eyes, and never said another word. I cried, but for me her few words made my decision acceptable. 

Death brought different reactions from different carers. Jim was unable to function after his wife’s death. 

It was just unreal…. I didn't get rational until two months later. The fact is, they cremated Claire and buried her, and I didn't even go. They buried her or whatever they do—put her in a vault. Her last wishes before she really got sick…what she had in writing…was that she wanted to be buried in a beautiful cemetery with trees and a big tombstone, and they cremated her and put her in a vault…. And I wouldn't…wasn't… capable…. All I did was just write a check. It was horrible, just horrible.

I found a sense of peace when my mother passed away. We were waiting for a hospice to come take over her care when the nurse came in, and said, “Honey, I don't think she is going to make it to hospice. I really don't think she's going to make it.” Those words made me feel hollow, so I turned on the TV and what did I find on but a soap opera my mother and I had watched together for many years during the summer when I was a child. We both continued to watch this soap opera throughout our lives. So it seemed funny that it was on at that moment. So I watched the soap opera and held her hand. When it was over, I turned it off. I turned around, and she took her last breath. It made me smile as I thought, “She waited until the soap opera was over.” 

After a long and tumultuous journey as a carer for a loved one with dementia, and after grieving each loss though the progression of the disease, the carer is ultimately faced with the death of their loved one. No matter how difficult and how long the carer’s journey had been, letting go of their loved one to death was not easy. Until the very end, these carers remained steadfast to their carer responsibilities. Whether or not the carer was with his or her loved one at the time of death, they were able to recall the situation leading up to death with great detail. Death brought different reactions from different carers, from the inability to function to a sense of peace. Perhaps male carers had more difficulty dealing with their wife’s death than the other carers. Each carer, however, found his or her own way of processing the death and moving forward. 

*	Letting go: End stage dementia—Essential interpretation.  The final stage of dementia can be a time of great emotional unrest and grief for carers. The carers in my study who reached this stage of their journey observed their love ones’ cognitive and motor functions progressively deteriorate as they: lost their abilities to recognize people and activities that had been important parts of their lives; speak and understand language; express pain; and control movement such as sitting, walking and feeding themselves. This dramatic change in function meant that decisions about their loved one’s care now fell solely on the carer and other family members. This part of the carer’s journey is a time of “letting go.” Carers are faced with decisions about keeping their loved one at home during the later stages of dementia or moving them into a long-term care facility. Carers believed they could give better care to their loved ones than nursing home staff, especially since dementia prevented their loved ones from communicating their needs to others. This fear of letting go of their responsibilities caused some carers to delay long-term care placement which they later recognized may not have been the best decision for themselves or their loved ones. One carer insisted on keeping her mother at home and struggled to overcome the hardships it caused. Most of the carers, however, were faced with an event such as illness that forced them to realize they could no longer manage their loved ones’ care in their home. The carers who were not faced with an immediate need to find placement for their loved ones took great care in selecting a facility. They wanted to make sure that the facility’s amenities were the best match for their loved ones’ needs and desires and would allow them to continue activities that had been important parts of their lives. They wanted to find one that offered the best quality of care and give their loved one the best quality of life possible. Even after finding a facility that offered such amenities, the transition into long-term care was difficult for both the carers and their loved ones. Their loved ones may have felt alone, confused and angry while the carer felt anxious about turning over their carer responsibilities to others. Their own anxieties and concerns compelled the carers to visit their loved ones often and on a regular basis. The transition period required changes and adjustments on both sides. Carers needed to learn how to let go and trust the staff at the long-term care facility. Some carers believed the transition was smoother when their loved ones were able to make friends with staff and other residents at the new facility or when the disease progressed to a point where their loved ones were less concerned about how often the carer visited. Overall, most of the carers were pleased with the long-term care facilities and the quality of care their loved ones received with the exception of those whose loved ones exhibited excessive behavioural problems. These carers often lived in fear, wondering how the facility was going to react when their loved one acted out. They were afraid the facility would either not accept their loved one or not allow them to remain at the facility due to the difficulty of managing these behaviour problems. For these carers, the transition was rarely smooth. Finally, some of the carers were faced with letting go of their loved one to death. After remaining true to their caring role over the years and standing by their loved one in the most difficult end stages of dementia, they questioned if they were prepared to face their loved one’s death. Those who reached this stage remained close to their loved one to the time of their death. Whether the carer was with their loved one at the time of death or not, each had to find their own way of processing the death and moving forward.

IV. Looking Back: A Time to Reflect
The period of looking back differs from the earlier three stages of the carer’s journey in that it is a time for reflection and growth. As carers looked back on their journey, they seemed to have a need to make sense of their experience. When carers are caught up in the day-to-day responsibilities of giving loving care to a person with dementia, they find it difficult to process the meaning of that experience. When they are able to explore their caring journey in retrospect, they have more distance. Therefore, a qualitative interview process can facilitate their ability to make sense of their emotions and experiences and learn from them. Whether the carer was in the beginning of his or her journey or had completed the journey, each had an opportunity to think about what the experience has meant to them. By reflecting on and sharing their experience through the interview process, the carers were able to step back and retrospectively make meaning of their journey and make sense of the multitude of emotions they had felt regardless of where they were in the caring process. They also considered what they had learned as a direct result of their caring journey. By reflecting on their experience, the carers thought about advice they would give other people giving loving care to a person with dementia as well as feedback they would give healthcare professionals to improve working relationships with families who care for a loved one with dementia. Being able to reflect on the carer’s journey through the interview process allowed the carers to make meaning of the experience, learn from it and share it in a way that would make a difference in the lives of others. This period of “looking back” is divided into three key constituents: 1) “Making sense of emotions,” 2) “Learnings,” and 3) “Making a difference to others: Advice and feedback to family and professional carers.” This section concludes with an overview of the essential interpretation of the fourth period of the carer’s journey—“Looking back: A time to reflect.”
 
1)	Making sense of emotions.  As the carers reflected on their journey, one thing that appeared significant to each person was the multitude of emotions they felt: sadness, anger, frustration, guilt, fear, helplessness and the need to hold onto hope. It seemed especially important to the carers to take time and make sense of all the emotions they felt in relation to where they currently were in their carer journey.

Anger was common to many of the carers’ stories. Although most realized their emotions were misplaced due to the nature of the disease, many carers admitted they still became angry over their loved one’s behaviours. For example, as Crystal tried to make sense of her own emotions, she was surprised at how easy it was for her to get angry with her husband.

I found out that I can still just get even when I know that is the stupidest thing that ever existed, you know. I know he's sick. I know he's not in control. I know all those things, but I can still get really angry. 

Jennifer also explained how her mother’s actions created feelings of anger and frustration.

I think I just... I don't know how to put it... maybe the repetition—she repeats herself over and over. And that's the hardest—that's the point of irritation to me. And I have to remember once again that she has this disease, because I forget, and it's like, “Mama, I told you fifteen times!” And sometimes she's funny. She'll say, “Well, tell me sixteen.” 

Feelings of helplessness and sadness overcame many carers when they thought about the emotions their loved ones were experiencing. I know how sad I felt when my mother cried and claimed she was a burden on me. It broke my heart knowing that she was struggling with so much, and on top of that, she was worried about how her illness was affecting me. Gordon found himself in a similar situation.

I'm still a little concerned when—like I say she knows that she's ill, and she hardly talks at all now—but I still get this little routine about, “I'm sorry I'm such a burden”—from her. And, that hurts a little bit inside.

Several carers tried to make sense of their own feelings of helpless when dealing with their loved one’s emotions. Jennifer discussed her mother’s feelings.

She's sad a lot. I don't know how else to put it. 

Barbara also reflected on her feelings of helplessness when her daughter lost the ability to express feelings.

In Lynn’s case, it's virtually impossible for her to verbalize what she's feeling. She's so limited. And I know she has the same feelings that everybody has. And I mean, sometimes she'll cry, and I can ask her over and over, “Why are you so sad?” But, she really can't tell me.

As the carers processed their own feelings of helplessness, I thought about the many times I felt helpless when taking care of my mother. I remembered how important it was to me to hold onto hope even when you think there is nothing else you can do. Holding onto hope allowed me to find meaning when I felt most helpless.

Some carers talked about how important it was for their loved one to continue to feel useful. Jennifer described such an incident with her mother.

She loves to go around picking up cans. She's got it in her mind that my brother needs these cans to help with his finances. He is a retired schoolteacher now—the oldest one—and he works as a security guard at a motel... So, he gets more income than I do… but you can't tell her otherwise…. She thinks she's helping him.

My mother also struggled with the need to remain useful and to allow her life to have value. I remember a time when I went to visit her in the nursing home. She came up to me and said, “I cleaned for them today.” And I said, “You did what??” She was in a wheelchair at this point and couldn't even walk. I couldn’t figure out what she was talking about. Again, she said, “I cleaned!” I said, “Well, that's good,” and I let it go. I thought she was making it up. Later the nurse came in and told me that my mother wanted to do something to help her, so she gave my mother a paper towel told her she could help her clean. My mother rolled her wheelchair around the entire nursing home cleaning the hand railings. She was so proud that she was able to do that, and I realized how proud I was of her. I think people with dementia feel like there is still something they want to give back or something they can do that will give their life meaning.

Perhaps one of the most difficult emotions felt by the carers, and perhaps the most difficult to make sense of was guilt. Some felt guilty about the way they treated their loved ones during the disease process. Others felt guilty that they hadn’t done enough for their loved one. Jennifer spoke about moments when she was able to stop her actions by thinking about the guilt she would feel.

Although sometimes I do want to holler out and call her names, I'm thinking that she's not going to remember. And then the guilt is going to be on me.

Even though Jim’s wife had passed away, he expressed the pain he still carries with him.

The strongest thing I find, for we people who have lost our loved ones or, or even while they're still here, is guilt: “Should I have done this? Should I've done that? Why didn't I do this? Did I put her in soon enough?” This guilt is still with me after a year and a half. All these other emotions are gone: the fear, the unknown, what is to happen next, the anger.

Even today I am haunted by guilt. I wonder if I should not have fought so hard to keep my mother alive. I wonder if it wouldn’t have been better for her in the long run if she had died during her first hospital stay. I don’t know if I will ever be able to make sense of, or for that matter, let go of my guilt.

Fears also permeated the carer’s journey. Fears about finance and fears about inheriting the disease seemed most relevant. Although Jim was able to manage the financial aspects of his wife’s illness, he still is taken aback when he thinks about the many costs involved in caring for someone with dementia.

Of course, the expense involved—the medicines, doctors and expenses, and even if you have insurance there are items such as the caregiver that cost you.

Debbie is currently worried about the cost of long-term care for her mother and is unsure as to what will happen if her insurance refuses to pay the bills.

It’s a certified Alzheimer's—dementia unit. Now, my insurance is battling us because it’s considered assisted living.

Charles spoke openly about his financial concerns.

I mean, you sit there and you say, “What I am I going to do with the house?” When we moved down here, I wanted to buy a smaller house, and kind of downsize since we didn't have any kids. My wife wouldn't take anything smaller than what we had up there. So, consequently, we ended up buying a bigger house. Well, now she doesn't have the income that she used to have. It seemed like it all hit at once. I mean, we're not in any problems, but if it reaches the point where I can't care for her and she has to go to assisted living or whatever, then I'll have to sell the house and move out. It's going to be a drain. Because when she took retirement, she gave up probably... I don't know... maybe $1800 a month, something like that. So you know, that alone is going to hurt us. But, what can you do. You just keep going. 

Although there is no scientific evidence to support these fears, many of the carers worried about the possibility of them or other family members inheriting the disease. This was especially true for the carers whose loved ones were specifically diagnosed with Alzheimer’s disease. Debbie laughed as she shared stories about phone calls between her and her siblings. 

We talk about which one of us is going to go down that path… and my sister said, “Oh my God, which one of us is going to have it?” And, I believe it's inherited. My grandmother did not have it, but she did have a little dementia basically. 

Charles’ children are already concerned about the possibility of inheriting the disease. They are especially worried since their mother was diagnosed with early onset Alzheimer’s.

Because, a lot of what they hear is that it is hereditary…. [My youngest daughter] is the one who's more concerned about the hereditary aspects of it too. She’s studying—she's going to get a masters degree in nutrition, so she's got a little background. She knows what's going on.

Crystal’s fears stemmed from the fact that she believed dementia ran in her husband’s side of the family.

 He talked about his grandfather who had something like this. It may not have been Alzheimer's, but it was dementia of some kind. He used to sit out on the porch in an old farmhouse. And as he got older, Joseph said he didn't remember him. He didn't remember the other kids. So, he just sort of turned into a vegetable.

My brother is also concerned about the possibility of inheriting the disease. After my mother died, he told me “If I get it, please shoot me.” Even now he will say things like, “I'm forgetting something. I'm getting it.” Or, he will lose his keys and say, “I'm getting it.” I keep telling him not to worry about losing the keys—only worry when he forgets what to do with the keys. I think part of his fears stem from the fact that neither one of us have children, which leads to questions about who will be there to watch over us if we get dementia and where will we go if we don't have enough money? This is especially frightening when most of the long-term care facilities with Alzheimer's units are private pay.

Some of the carers believe they are already seeing signs of dementia in other family members. Jennifer and her sister aren’t sure if their brother is exhibiting characters of Alzheimer’s or, because they are so aware of the symptoms, if they might be imagining he has them. She explained.

I've even gone as far as seeing—my brother’s the oldest one of the caregivers, and my sister has noticed… she said, “Jesse is really starting to forget things.” And I don't know if it's because it's now—they are in the family—we’re noticing it.

Jim also speculated about the possibility of his children inheriting the disease. He is especially worried about his daughter.

I think she's inheriting this disease—her mind is slipping and sliding.... I'm sure she has; there is no doubt in my mind… that she's losing it rapidly at age 58.

With Jim’s family, the concern is two-way. Not only is he worried about his children, but his children are also worried about the possibility of him getting dementia.

They’re working on me now—everybody including the family are saying, “Be sure and stay active. Play bridge. Play dominoes. Play chess. Read.”

As the carers reflected on their journey, one thing that appeared significant to each person was the multitude of emotions they felt along the way: sadness, anger, frustration, guilt, fear, helplessness and the need to hold onto hope. It seemed especially important that the carers take time to make sense of all the emotions they felt in relation to where they currently were in their caring journey. Anger was common to many of the carers’ stories, even though they realized their anger may have been misplaced due to the nature of the disease. Feelings of helplessness and sadness overcame many carers when they thought about the emotions their loved ones were experiencing. Some carers believed that their loved ones’ lives would have greater meaning if they could continue to feel useful. Fears also permeated the carer’s journey. Some were afraid not having enough money to meet the many financial burdens involved in caring. Other carers worried about the possibility of them or other family members inheriting the disease even though there is no scientific evidence to support these fears. This was especially true for the carers whose loved ones were specifically diagnosed with Alzheimer’s disease. Perhaps the most difficult to make sense of was guilt. Some felt guilty about the way they treated their loved ones during the disease process. Others felt guilty that they hadn’t done enough for their loved one. Guilt was the one emotion that seemed to remain with the carers after all other emotions had dissipated. There is no question that the carer’s journey is intertwined with a multitude of emotions. Many of these emotions are still vivid in the carer’s mind. Taking the time to reflect on these emotions seemed to help the carers make sense of their carer journey and the emotions they felt as well as the emotions they were still experiencing. 

2)	Learnings.  Prior to participating in this study, many of the carers expressed they hadn’t had much time to think about their experience as a carer. By taking the time to reflect on their journey, the carers were better able to make sense of the experience and what it has meant to them. They could look back and talk about what they have learned about themselves and about caring. There were several themes that stood out when it came to what the carers had learned: finding inner strength, learning patience, finding humour, the role of spirituality or religion, developing closer relationships with their immediate family, accepting they did the best they could in their carer role, and the desire to give back and help others.

One learning that stood out in many carers’ stories was the inner strength they were able to use and build on when they needed it. Gwendolyn was almost surprised at her own inner strength—something she hadn’t thought of prior to the interview.

And my uncle, you know, always thought I was the strongest person to care for her. And he said right away that they realized that they thought that I was the strongest person—that I was the one. 

I could understand what Gwendolyn was saying as I thought back on the many years I fought for my mother’s rights. Prior to caring for her, I was very meek and timid. I never spoke out much for myself; but when it came to my mother, I would fight! I never thought I had it in me, but I did! One thing that I've learned about myself is that I am stronger than I ever thought I could be.

Crystal also realized her inner strength.

I really did learn those things about me…. I had things in me that I really didn't know I had. 

Although Crystal realized the experienced of caring for her husband had made her stronger, she still found that she had mixed feelings.

But it's kind of a shame to find it out that way. I guess that's one good way to find it out. You’re backed up against the wall and there's just no way out, is there? No way out. That is really something.

After reflecting on their experience, some carers stated that caring for their loved one felt like a life purpose for them. Barbara eloquently expressed these feelings.

I don't know, I guess I've been a caretaker for so long, its second nature to me. I just feel like, in my case, now, this is my job. You know, this is what I'm here for…. In fact, right now, if it weren't for Lynn, I don't know what I would do. You know, probably a lot of volunteer work. I guess I would do that. But she is definitely... motivates me to keep going. I have to. 

I found Barbara’s words interesting and somewhat familiar, although my situation was very different from hers. I did have a life outside caring; yet caring for my mother was a very powerful part of my life—a part I will never regret. For me, caring was as valuable to me as anything else I could have ever done in my life. It made me feel like my life had purpose... as if I could really make a difference in my mother’s life. 

While Crystal agreed that caring had become a great part of her life, it also made her sad as she thought back.

And, your life is going by. Your life is going by, and you're aware of that part of you.

Several carers mention that through caring, they learned to be more patient. Jennifer explained how she finally realized that her mother was not going to change and that if anyone was going to change, it would have to be her.

You can't reason with somebody with Alzheimer's, and I think the second year I kept trying to do it. And I was getting more frustrated, more distraught, more, “I can't do this.” But, I didn't want to put the load on my sister and brother, so I realized I had to change me. And, myself being in recovery, addiction is a disease. And so I have to remember the way my mother was with me—she was very kind and compassionate in dealing with me when I was drinking, so, that helps me tremendously to deal with her now. I have to tell myself, “She's sick. She has a disease. This is a disease talking, not so much her.” 

Barbara also commented on how she learned patience.

I don't know, I guess maybe I'm a little more patient than I thought I was... Because it requires a lot of patience. 

Along with patience, many carers spoke about the importance of finding humour in even some of the more difficult moments with their loved ones. Crystal talked about the importance in finding humour in many of her husband’s comments and actions.

Well, if there are crazy things like that that happened, I do think they help out one heck of a lot. Oh Lord (laughs).

Jennifer also mentioned the importance of playfulness and humour in taking care of her mother.

I like to make jokes and kid around. That's how I deal with her. We laugh, and we can, and we talk about the past, because 30 minutes later she forgets it all. And that helps me in dealing with her... My mother refers to me as ‘Mama’. And that's how we play and laugh and, you know, joke. 

Gayle smiled as she shared a story about her husband’s sense of humour.





If you don't find humour in almost everything they do, you'll find tears in almost everything they do. 

Debbie shared similar feelings.

You know, the brain is gunked up. And I said, “Just enjoy how she is right now, because it is funny.”

Another learning several carers mentioned concerned the role that spirituality or religion had played in their carer’s journey. Crystal spoke about her spirituality and how she now sees a universal connection among things.

The neat thing about it is, is that there is something—I don't know… there's something about everything that is for me very mysterious and very connected. And, I hate to use the word God because the word God is so overused—but there is just something wonderful that were are all a part of. I don't know how it's going to turn out now, but it gives me a certain sense of… um… I guess peacefulness—of feeling peaceful. So that's a very good thing for me.

Jim found that his caring experience was a catalyst for renewing his faith in God and his connection to his religion.

It totally renewed my faith in a God…. Oh how it changed me. I don't ever remember praying. I remember going to church occasionally because somebody got married or somebody died. But when this occurred, the biggest thing I can remember is your sitting here saying, “Why? Why?” The last few days of hospice… “Why? If there is a God, this can't happen.” And I went to a church, a Baptist church—I'm Methodist—and on the wall is a banner that said, “Trust the Lord with all your heart and me, not on your own understanding.” And I did begin praying. I. I don't understand. That is a miracle. I saw it myself. And after her death I started reading the Bible. And it says, there's no more pain. And so it changed me totally. I'm a very devout Christian. I go to church every Sunday. I help everybody I can. Pray for the bad ones, and the good ones. It reiterated my childhood religion.

Gwendolyn’s faith helped her reaffirm her understanding of life and death.
 
I said, “Well, one thing I've learned is that you don't die until the Lord is ready for you, I don't care what. Because my mom was really, really sick, and there's no way until he was ready. So that goes for you too.” So I said, “As long as you can, keep on going—keep pushing—doing everything that you do every day, don't worry about it—just don't worry about it….” There is a reason for everything—everything.

Jennifer shared a story about how she and her mother talked about God.

We have talked—because I've been a diabetic for 33 years. And sometimes she gets real... I don't know how to put it... She hates God. She’s mad at God. It really gets back into the reasoning …but I think one part of me, I still try to do it. Because she'll say “God must hate me. He gave me this disease.” And I'll say, “Well, God must really hate me because I've been sick since I was 18.” And then most of the time she'll change, “Well, yeah you’re right. You're right. Maybe he doesn't hate me.” But then other times she'll say, “Well, maybe he hates you too.” 

I also became closer to my own spirituality when caring for my mother. Religion and prayer played an important role in mother’s life. When my mother was moved to a nursing home, she would always ask me to say the Lord’s Prayer with her before I left. Now that I think back, I believe you could trace the progression of the disease through her ability to say the prayer. In the beginning, she could say it perfectly, but as the disease progressed, she began to lose words and then sentences. After her communication began to falter, she would always ask me to start the prayer. So I would start it, “Our Father, who art in heaven…” I would stop there and let her take the lead. The prayer would become shorter and shorter, but the meaning of the prayer never changed. Towards the end of her life all she could say was, “Our Father, who art in heaven…. Forever and ever. Amen.” Not long after that, she stopped asking me to pray with her, but even though she could not join me, I still held her hand and said, “The prayer.”

Several of the spousal carers reflected on the changes in their relationships with their children, which they saw as a direct result of their carer responsibilities. For example, Jim had spoken about the difficult relationship he always had with his stepson Tom until after his wife died. 

When Claire died November ‘05, I was not functioning for 30 days or more thereafter—totally (long pause) I was crying all the time period! Day and night. Anyway, Tom took me aside, looked me right in the eye—he'll be 63 this year—and he looked me right in the eye and he said. “You took care of Mom, and I'll take care of you. You're my dad.” This is her son—I never did adopt these children. 

Gordon also saw a shift in his relationships. 

I've gotten closer to my daughters.

Although many of the carers expressed feelings of guilt, one of the learnings that stood out was their acceptance that they did the best they could in their carer role. This acceptance seemed to help them counter some of their guilt. Crystal articulated these feelings.

You learn to forgive yourself…. I'm made of clay. I'm a human being. And even knowing all the things that I do know, it is a simple matter of living your life as you go along and just do the best you can do—sometimes you do well and sometimes you don't do so well. And I think I've discovered more and more that I'm just a human being. I think that's good. I like that. 

Gayle also found her acceptance comforting.

I've learned that I am able to say, “I did everything I could.” That's another thing that's real important for a caregiver. When it's all over and done with, it's very, very good to be able to look in the mirror and say, “Well you didn't do such a bad job. You did everything that you knew to do.” And, I really do feel that way.

When I think about caring for my mother and feelings of guilt start to arise, and I begin thinking, “I should have done... I could have done,” I have to stop myself and say; “I did the best I could. I may not have been perfect, but I did the best I could under difficult circumstances that were not normal.” I believe this may have been the most important learning for me.

The last learning that was evidenced by many carers, especially those who’s loved one had passed away, was the need or desire to give back to others. Carers wanted to have their experience make a difference to others in similar situations. Some carers like Jim, Gwendolyn, Gayle and Gloria continued to come to carer support meetings. Gwendolyn explained why it was important to attend the meeting and help other carers for people with dementia.

I continue to come to the meetings, because there are new people coming in…. And some of them don't know what to do. Some of them have the parents—the father and the mother, and the son is a caregiver. And he doesn't know how to handle both of them. He says, “My mother doesn't want to do this, and my dad don't want to do that.” And, I'll say, “Well, you know what, we got home healthcare, and a lady came in the morning. So, that gave me time to do what I had to do. And then, I'm able to take care of my mom when they left. So, maybe that's what you need, and you can take your dad somewhere….” I like telling them my stories and what I did and what I thought…. You know, I've always been like that—feeling for other people. But now I have the chance to do some with my mom, and now I'm still doing it. I feel good about that. 

Gayle also goes out and speaks at carer support group meetings.

After we lost Don, I started to try to take part in a group…. And what I've done when I've gone to those... events, or whatever you what to call them... is tried to speak to people about the legalities—you know the things that none of us think of when we're 58 years-old, or 55 years-old…. part of what I like to tell people is take care of yourself. Nobody else is going to do that. You tell them that it's only you that is going to know what your physical limitations are, and what will push to pass that.

Several carers want to give back through direct caring for elderly people in need. For example, after her mother died, Gwendolyn started working as a professional carer for older people.

Right now, I'm taking care of a lady. I'm sitting with a lady. That is just something that fell in my lap….And here I am—finding myself doing that. Everybody has given me the best recommendations in the world. That, “Gwendolyn is the person. (Laughs) She is capable of doing it.” I have never done anything like that before…. my aunt always said, “You know where you been, but you don't know where you're going. And, I see what she means. I see it every day.” So, I'm still doing the same thing—caring for a lady. 

Although Jennifer is still deeply involved in caring for her mother, she is beginning to see elderly people in a different way and is already entertaining thoughts of giving back to others.

I've often thought about being a nurse and working with older people because they have—I think—so much to offer.

I know that my life has changed dramatically as a direct result of caring for my mother. One of my goals after mom got sick was to change some of the issues around the medical system, to help doctors understand the issues faced by family carers of people with dementia. Because of this goal, I got a degree in gerontology and continued to work my way into medical education. Today, I continue to work to make a difference in this area.

Prior to participating in this study, many of the carers noted they hadn’t had much time to think about their experience as a carer due to the intensive demands of caring for someone with dementia. By taking the time to reflect on their journey, the carers were better able to make sense of the experience and what it has meant to them. They could look back and talk about what they have learned about themselves and about caring. There were a number of themes that stood out when it came to what the carers had learned. Several carers commented on the inner strength they were able to use and build on when they needed it most. Many did not realize their own inner strength until they were forced to rely on it to get through their caring journey. Although they were glad they were able to draw on their inner strength, some carers still had mixed feelings when they realized the hardships they had to endure in order to discover this strength. Carers also spoke about how they learned to be more patient. This patience seemed to be a direct result of communication problems with their loved one as they realized being impatient had no positive effect on communication and, in fact, often made it worse. Carers also recognized the role spirituality or religion had played in their carer’s journey. Some carers found themselves arguing with God while others believed their caring experience was a catalyst for renewing their faith in God. Many carers realized the importance of humour in difficult times indicating the ability to laugh at situations and truly see the humour of events helped them make it through their carer journey. For some carers, relationships in their immediate family seemed to become closer as a direct result of their carer responsibilities and the demands that put on family members. A few carers realized that they had gotten closer to their children or their siblings during the caring journey. Although many of the carers expressed feelings of guilt as they looked back at their experience, one learning that stood out was their acceptance that, although they weren’t perfect, they had done the best they could in their caring role. This acceptance may not have been easy for them, but may have been necessary to comfort them and help them counter some of their guilt. Lastly, several carers, especially those whose loved one had passed away, learned the importance of giving back to or helping other carers in similar situations. Carers wanted their experience to make a difference in others’ lives. Some carers continued to attend carer support meetings, offer suggestions and talk about their own experiences as a way of helping other carers for people with dementia. Some carers even changed their career goals so they could work in aging-related fields or directly with the elderly and their family carers. Perhaps this need to demonstrate advocacy was a way for them to make sense of their caring journey so that something good came out of their experience. 

3)	Making a difference to others: Advice and feedback to family and professional carers.  As the carers reflected on their carer journeys, several wanted to share advice relating to caring to other carers. The carers also wanted to share feedback with medical professionals in a way that might improve the relationship between the professional, the family carer and the person with dementia and make a difference to the medical system. Perhaps this need to demonstrate advocacy was a way for them to make sense of the experience so that something good came out of their experience. In relation to the family carer, Gayle emphasized the importance of having a power of attorney over their loved one’s affairs and medical decisions.

The caregiver has to remember that you're not always going to be there to take care of that person. So it's wonderful for you to have your power of attorney over his affairs, but somebody has to be able to come in and make a decision for you if something happens to you, he can't—even though he's still living…. who's going to take care of him?

She also encourages carers to plan in advance for their own needs and consider long-term health insurance for themselves.

That’s my main thing when I talked to the folks—is to prepare in advance. And, to do the things that you need to do to ensure the fact that you'll have some long-term care before you are eligible for Medicaid or whatever. So those are the things I touch on.

Another area of advice the carers wanted to share was the importance of caring for one’s own health while caring for their loved one with dementia. Jennifer explained.

If I can say anything about all of this is as caregivers, you have to take care of yourself. You have to. It makes it so much easier to deal with the person that’s sick. 

Gayle also believes it is critically important for carers to take care of their own health, although she admits she didn’t attend to her own advice.

Physically, from a caregiver standpoint—I need to say that everybody needs to take care of themselves. I didn't. And for about two years, I would just... honestly... I would just blow off anything that I thought was a problem for me, and I know better. I know better. I knew better then. I know better now. But, you need to keep your health…. I had to have neck surgery and back surgery, but those things were already really bad when Don was still at home. Yet, I couldn't take a week or two off—or three or four off for back surgery. You know, I just... I put priorities.... So, I know that I probably caused more damage to myself by waiting than I would ever done to him.… like at my annual physical time—that was in March, well he passed away in April—so I hadn't been to that. Well then, of course, I didn't go to for a couple of months because I was too busy getting everything all lined out. And, you have a tendency, I guess, maybe, to forget yourself. 

The importance of the carer taking care of his or her own health need seemed to be highlighted even more as the carers in my study shared the struggles they had with their health. Jim was one such carer.

I ruined my own health over this. And as I understand, most caregivers do. You can only do so much physically and mentally you run out. About a year before we put her in the rest home is when I ran out. I absolutely could not think clearly. 

Gwendolyn also spoke of her struggles with depression. 

The first few years I was depressed and didn't know which way I was going to go. 

Caring for his wife also took a toll on Gordon.

For six years, Susan stayed with me at home, gradually getting worse. And, it was getting to the point that I was getting up every night—every couple of hours to take her to the bathroom and get her cleaned up and back to bed. And that kind of was wearing on me.... I don't know when it happened…. About a year and a half ago, I had an incident where I had to go to the hospital. I went down for a routine exam and the doctor... the nurse found that my oxygen level in my blood was down to 44, so they rushed me to the hospital…. The reason for my telling about this is that’s when I realized I'm not Superman.

Barbara also spoke about how the stress of caring for her daughter affected her health.

I've turned up with—a few years ago—low blood platelets. There is a really wonderful hematologist here. And when I went to him, he discovered…. that my platelets were really low. So my doctor sent me to see [another doctor], and he examined me. And I said, “Well, maybe this is normal for me.” And he said, “No, this is not normal for anybody. This is not normal! Don't ever think it is.” Then I said, “Well, what is it?” And he said, “Well, in your case, I would say your own body for some reason has attacked your immune system and your platelets are very low.” And he said, “It could be stress. We don't really know. Are you under a lot of stress?” And I said, “Well, yes, (laughs) I think, probably I would qualify for stress.” And I think, that's what caused it. 

I would also advise carers to take care of their own health, but I realize how difficult it is to see that when you are in the throes of caring. I know I had read many articles on carer health, and I even volunteered for the Alzheimer’s association where I stressed this to other carers. However, I didn’t follow my own advice and even today; I am not sure how anything could have been different. Caring for my mother was extremely stressful. It’s not as if I didn’t try to get respite, but it always seemed to be interrupted by an incident with my mother that needed to be taken care of immediately. I got Epstein-Barr while I was caring for my mother. My whole immune system shut down. There were times when I got home, I would fall in bed, and that was all I could do. I broke out in shingles. It seemed like my whole body was collapsing. And even then, I continued to push myself and thought, “How far can I keep going. I need to do this...” I had to work. I had to take care of my mother. Until one day I realized that I had to stay in bed. So even though I didn’t live my own advice, I believe it is important to share the potential negative circumstance that can occur when you neglect your own health.

As the carers reflected on their carer journeys, they not only wanted to share advise with other carers, they also wanted to offer feedback and advice to medical professionals on how to best care for the dementai patient and their family carer. Jennifer believes physicians should try to understand the insecurities of carers and offer them compassion and patience. 

I would say, hopefully, the doctors would have a sense of compassion and patience. You know, because there is a lot we [carers] don't know. And I know for a year, it was like, Ah… what do we do? And, even though there is lots of information out there, there're still days of, “What do I do?” There's a lot of fear and insecurity for the caregivers. 

Gordon feels physicians have a responsibility to be supportive to the carer.

As far as doctors’ attitudes towards caregivers—I've found that my doctor and my wife’s neurologist have both been very supportive. I think it's a natural thing for anyone in the caregiver business—medical business—or they wouldn't be there. I like it, and I appreciate it. I accept it as my due (laughs) if you really want to know. I have given to the community. I've given to society over the years, and I see that as part of the doctor's job. And, I've been fortunate that I've had doctors who also felt that way.

Jim agreed that doctors need to take the time and try to understand what the carer is going through. He finds this difficult, however, since the doctor doesn’t have enough time to spend with the patient and carer during a typical office visit.

They need to try very hard to be understanding. And if they get a background on what is Alzheimer's and how it's affecting the patients, then they will understand the caregiver’s problems. And one problem with the medical profession is that they're just so rushed. They give me 15 minutes with Claire on a physical, and she spent 30 minutes in the restroom smoking a pack of cigarettes…. [They] must understand that they're not dealing with the normal mind. I guess that's the best way to put it. 

Jennifer concurred with Jim’s observation.





I would also say too—try to be encouraging to the caregiver. “I think you're doing a good job.” “I think you're doing good with what you have.” “Here, let me give you some more information.”

Jim also contends that physicians should listen to and respect what the carer has to say about the patient.

The caregiver is the one that's been there and knows what's going on and can tell them. “This is what Mama used to do, and now look what we have here. She can't remember her name.”

Jennifer and Debbie agreed that the physician needs to find ways to talk to the carers outside the presence of the patient. Both struggled with their mothers’ physicians to make sure that their side of the story was being heard, and both did not want to make their mothers’ feel uncomfortable. Jennifer explains.

I had asked the doctors, “Can I speak to you alone?” It's like, they wanted to talk to me right there, and still with my mother in the room. It's like, “Can we have some private time? Just me and you?” Because, that makes her combative. “I'm not like that! I don't do that!” Is like... ohhh… “Mama, you wait here.”

Debbie also commented about her struggles to communicate to the doctor.

You can't call a number and say, “I'd like to talk to the doctor directly on the phone.” That ain't going to happen, you know…. I could just not sit there in front of her. I could not probably do it today—have her sit there next to me and say, “My mother has Alzheimer's, and this is what she does, and this is what she doesn't do.” I have more respect for her than that. Yet, they need to know.

Gwendolyn would advise physicians to be honest with the dementia patient’s family.

I would just tell them to be honest, because family and relatives would like to know exactly what they are going into—to know how to care for the patient…. It took a long time for me to find out, but once I did, I worked with the doctor, and she worked with me.

Along with giving advice to physicians, many of the carers emphasized the importance of having compassionate healthcare professionals. Gayle spoke about the nursing home staff who cared for her husband.

The medical field amazed me. I felt very, very, very favourably impressed. Not so much prior to his admittance into a secure facility, but the nurses and the folks that cared for him, and the people who brought his food and things in the facility itself—and he was only in one. They treated him with respect. And, several of the ones who took care of him through that year-and-a-half, attended his funeral. And that, I think says a lot.

With all of the problems I encountered with nursing home physicians, my mother found a neurologist who took care of her for the last three years of her life. His staff often referred to him as a “true country doctor,” because he always gave 120% to all of his patients. His attentiveness to patients went far beyond what you would expect from most physicians. He was always there when I needed him. In fact, he gave me his personal mobile phone number so I could reach him directly any time there was an emergency with my mother. I don’t know how my mother and I would have made it though the journey of dementia without him. He was truly a godsend. Debbie summarized my feelings.





In every profession there are people that shine. And, it makes a big difference. It makes a HUGE difference—a HUGE difference. 

The need to help and share advice with other family carers of loved ones with dementia may be one way carers make sence of their experience. Carers wanted to advise other carers to plan ahead, not only for the needs of their loved ones, but also the needs of the carers themselves. They suggested carers think about what might happen to their loved one if something should happen that prevented them from continuing to care. To prevent problems if this should occur, they stressed that carers needed to have a power of attorney over their loved one’s affairs and medical decisions. They also emphasized that carers should plan in advance for their own needs such as considering long-term health insurance. Another area of advice the carers wanted to share was the importance of caring for one’s own health. Their emphasis on self-care may be due to the fact that most carers put the needs of their loved ones over their own needs to the point of negatively impacting their own health. 

As the carers reflected on their experience, they not only wanted to share advise with other carers, they also wanted to offer feedback and advice to medical professionals on how to best care for the dementia patient and their family carers. The carers hoped that by sharing this feedback they might improve the relationship between the healthcare professional, the family carer and the person with dementia and make a difference to the medical system. Carers believed physicians should be honest with the patient and the carer. They held that both the patient and carer needed to understand what dementia and caring would entail. By having a better understanding, they felt some of the carer’s fears would be decreased and the carer could better plan for the future. They also wanted to know that their concerns and feelings were important to the physician and the caring trajectory. Although carers realized physicians can only spend a short time with the patient and carer during a typical office visit, they felt physicians should take time to understand the challenges and insecurities of carers and offer them compassion, patience and encouragement throughout their caring journey. Most importantly, carers agreed that physicians need to find ways to talk to carers about their loved one’s health and well-being outside the presence of the patient since it makes both the carer and their loved one uncomfortable and often creates unnecessary anxiety and agitation in the patient. They also believed physicians should respect what the carer has to say. Along with giving advice to physicians, many of the carers emphasized the importance of having compassionate healthcare professionals. They feel that a compassionate physician can make a big difference in the patient’s and carer’s lives.

*	Looking back: A time to reflect—Essential interpretation.  From early on there were various indications that the carer was trying to make sense of the experience, but the more the carer was caught up in their day-to-day caring responsibilities, the more difficult it was for him or her to process and make sense of that experience. By reflecting on and sharing their experience through the interview process, the carers were able to step back and retrospectively make meaning of their journey regardless of where they were in their caring process. The carers were able to understand and make meaning of the multitude of emotions they felt, ranging from sadness, anger, frustration, guilt, fear, helplessness and the need to hold onto hope. Perhaps they would also better understand the feelings they were still experiencing. The carers also reflected on the learnings they encounterd as a direct result of their caring journey including discovering their inner strength, becoming more patient, connecting with their religion or spirituality, realizing the importance of humour in difficult times, becoming closer to their immediate family and realizing and accepting that as carers, they did the best they could at that time and with the information that was available to them. Most of the carers realized they had to find an inner strength that they did not know they had just to get through the challenges of caring. They learned patience as they struggled to find the best way to communicate with their loved one. They found that spirituality and religion had been aspects of their journey where they argued with God or found a deeper connection with God and their religion. Role demands instigated deeper relationships with immediate family members for some carers. Several carers were finally able to accept the fact that they although they weren’t a perfect carer, they did the best they could with the information they had at that time. This somehow allowed them to forgive themselves and move forward. Lastly, several carers learned the importance of giving back to or helping other carers in similar situations. Some carers even changed their career goals in order to work closer with the elderly and their family carers. By reflecting on their experience, the carers also thought about advice they would give others embarking on the journey of giving loving care to a person with dementia as well as advice they would give to healthcare professionals. They wanted to encourage family carers to plan ahead by having a durable and medical power of attorney over their loved one’s affairs. They also encouraged carers to explore long-term care insurance for themselves and to take care of their own health even though many of the carers in my study only learned the importance of self-care after they had already become ill. Carers would advise physicians to help alleviate concerns and fears of carers by taking the time to understand the experience and needs of the families who are giving loving care to a person with dementia; to show compassion, patience and support to the patient and the carer; and to find ways to talk privately to the family carer so as not to upset the patient and then respect what the carer has to say. Being able to reflect on the carer’s journey through the interview process allowed the carers to make meaning of the experience, learn from it and share it in a way that would make a difference in the lives of others.

Conclusion: Phase One Research Methodology
In this chapter, I discussed the scientific aspects used in Phase One of my phenomenological study on people giving loving care to a person with dementia. I gave an overview of the philosophical and methodological underpinnings of the two phenomenological methods that were foundational to this part of my study: descriptive phenomenology and heuristic research. I explained why I chose these methodologies and how I blended them to form the methodological procedures I used in this study. Although descriptive phenomenology and heuristic research inquiry approach phenomenology differently, they both have similar philosophical foundations. They both offer strengths that are important to my study, especially as I move into the next phase of my study. Descriptive phenomenology will allow me to find the “bare-bones” structure of the phenomenon, which will offer a structure to begin the development of a plot for a theatrical playscript. Heuristic inquiry, especially with an empathic approach, will provide the necessary richness of description and wholeness of characters needed to fill in the plot and give a sense of wholeness to the play.

In the next chapter, I will discuss phase two of my study: moving a phenomenology-based study to a dramatic and evocative playscript. This will allow me to develop a creative synthesis, the last step in the heuristic research process. I will examine the responsibilities of a playwright, the basics of playwriting, and theatrical principles I used in the development of my playscript theatrical principles that are foundational to playwriting.


CHAPTER THREE: METHODOLOGY – PHASE TWO: MOVING A PHENOMENOLOGICAL STUDY TO A THEATRICAL PLAYSCRIPT

Drama is undeniably an art form for making meaning out of human existence.
(Smiley, 2005, p. 165)

Setting the Stage: Introduction and Background
The goal of my study is to find a way to transform my phenomenological research study on people caring for loved ones with dementia to an evocative phenomenology-based theatrical script; produce it for an audience of healthcare professionals, students, and general public; and evaluate the impact of the production on audience empathy and understanding of the lifeworlds of people giving loving care to a person with dementia. In the previous chapter, I discussed Phase One of my methodology or the scientific concern: completing a phenomenological study on people giving loving care to a person with dementia utilizing descriptive and heuristic research methodologies. The purpose of this chapter is to discuss a way to creatively and evocatively disseminate expressive phenomenological research through theatre. I will discuss the communicative concerns of my study; why I chose theatre as the means of dissemination, and more specifically, why I chose to write my play in a realistic story format over other forms of script writing. I will explain the steps I took to transform my phenomenological study into a theatrical production. This includes an overview of theatrical principles of playwriting and how I applied them in my work.

Before discussing the steps I took to transform my phenomenological study into a theatrical playscript, it may be helpful to begin with an overview of the movements that lead to arts-based dissemination of qualitative research. I will give a brief overview of the movements towards arts-based and performative social science research. I will then describe the complementariness of phenomenology and theatre art.

A Crisis of Representation and Movement toward Art-based and Performative Approaches to Research
For some time, qualitative researchers have complained about the limited venues available to them for dissemination of their research findings. They cite such problems as loss of depth, richness and emotional qualities of their participants’ stories when published in academic texts (Bagley & Cancienne, 2002 ; Colantonio, et al., 2008; Jones, 2006; Mienczakowski, et al., 2002; Rossiter, et al., 2008; Todres & Galvin, 2008), not reaching a wide audience (Gray, et al., 2003; Jones, 2006; Sparkes, 2003), and not making a difference to anything except the author’s career (Richardson, 2003). In the early 1990’s a movement, often referred to as “the crisis of representation” (Barone & Eisner, 2006; Denzin & Lincoln, 2003; Eisner, 1997; Lincoln & Denzin, 1994), began where researchers started seeking out new methodologies and ways to represent qualitative data (Denzin & Lincoln, 1993). Along with these new methods and more creative ways of disseminating data, a legitimization crisis arose, forcing qualitative researchers to confront and rethink how qualitative research was assessed (Barone & Eisner, 2006; Denzin & Lincoln, 2003b; Finley, 2003; Lincoln & Denzin, 2003a). Due to the more creative and subjective nature of these new forms of research, terms such as validity, generalizability, and reliability no longer seemed appropriate (Barone & Eisner, 2006; Denzin & Lincoln, 2003b; Todres & Galvin, 2008). Today, these issues are still being discussed and debated.

During this period, another movement, referred to as arts-based research, began in the United States in the field of educational research. The arts-based educational movement, lead by Elliot Eisner, involved the use of aesthetic qualities in the creation and dissemination of qualitative research. As Barone and Eisner (2006) explain:

Within the past couple of decades...growing numbers of educational scholars and researchers have begun to explore the possibilities of inquiry approaches that are indeed, in varying degrees and ways, artistic in character. These approaches are forms of what has come to be called arts-based educational research (ABER). (p. 95)

The types of art-based research produced vary in form and style but often include such aesthetic formats as poetry, short stories, novels, visual art, photography, multi-media art, and performance art such as dance, music and theatre. Arts-based researchers use less formal or conventional formats than are involved in most traditional research, frequently experimenting with research designs that expand viewpoints and promote questions from the intended audience (Barone & Eisner, 2006).

Within the last decade and predominately in the UK, researchers outside the field of education have continued the arts-informed movement with a focus on performative social science. Kip Jones (2006), a forerunner in this movement, has argued:

By rethinking our relationships within communities and across disciplines such as the arts and humanities, we are presented with opportunities to move beyond imitation of “scientistic” reports in dissemination of our work and look towards means of (re)presentation that embrace the humanness of social science pursuits.

Roberts (2008) calls attention to the differences between “performance,” which describes the forms of art used in ethnography and social science, and “performative,” which depicts the processes and “tools” from all of the arts, humanities and social sciences. He points to a Call for Abstracts from the Forum: Qualitative Sozialforschung / Forum: Qualitative Social Research (FQS), a peer-reviewed multilingual online journal for qualitative research, for a special issue on performative social science as a starting point to describe “performative social science.”

What “performative” refers and relates to in social science is the communicative powers of research and the natural involvement of an “audience”, whether that be a group of peers or a group of students, a physical audience or a cyber audience, even an individual reader of a journal or a book. We believe that these efforts deserve a foundation for this emerging aesthetic, both to ground performative social science as well as to encourage reflection on it. (Call for Abstracts, available at: http://www.qualitative-research.net/fqs/fqs-e?CfP_08-2-e.htm (​http:​/​​/​www.qualitative-research.net​/​fqs​/​fqs-e?CfP_08-2-e.htm​)). (para.1)

Roberts encourages researchers to consider the term “performative” as a way to describe the way a researcher compiles, organizes and disseminates research data in a way that moves beyond traditional forms of dissemination.

I first became exposed to arts-based research in the early 1990s at an American Educational Research Association (AERA) conference where Eisner was involved in a debate called “Yes, but is it research?” From that moment, I felt I had found my place in research. From an early age, I had been involved with theatre and creative writing, receiving my undergraduate degree in theatre arts. I had missed using creativity in my academic endeavours. Arts-based research, and later performative social science, offered me the opportunity to explore and merge both the artistic and scientific aspects of my life.

The Use of Theatre to Re-present Qualitative Data
Ethnographic data seems to be the most common type of data used to develop performance or theatrical playscripts. These performance pieces are often referred to as ethnodrama, ethnotheatre and ethnography of performance  ADDIN EN.CITE (Conquergood, 1985, 1991, 1992; Denzin, 2003; Goldstein, 2000, 2001, 2004; Mienczakowski, 1995, 2001a, 2001b; Mienczakowski & Morgan, 2001; Mienczakowski, et al., 2002; Saldana, 2003, 2008; Saldaña, 1998, 2003, 2005, 2008; Spry, 2001). Rossiter and colleagues (2008) categorized four types of theatrical approaches used in theatre-based research. (1) Non-theatrical performances are performances that “employ a minimum of traditional theatrical convention, such as a story line or dialogue” (p. 132); (2) Interactive or non-interactive ethnodramas are real-life vignettes that contain elements of dramatic structure with the goal of remaining true to the original data, particularity in the data collection setting. Verisimilitude is valued over theatricality. (3) Theatrical research-based performances that “are informed by the research process, but do not strictly adhere to the data as script” (p. 136). Artistic form and theatricality have a higher focus than Verisimilitude. (4) Fictional theatrical performances, although included as a category, are not based on research but are used like research-informed productions in healthcare education. Although discussions on ethnographic-based theatre mention aspects of phenomenology such as lifeworld (Denzin, 2003; Saldaña, 2008), there is very little written specifically on the use of phenomenological data as the basis for writing a research-based theatrical script. For the sake of simplicity, I will refer to all forms of ethnography-based performance as ethnodrama.

“Research-based theatre,” the term I originally chose to use for my phenomenology-based production, was first used by a group of health science researchers in Canada to describe the research-informed performances they used to disseminate their qualitative data findings (Colantonio, et. al., 2008; Gray & Sinding, 2002; Gray, et al., 2000; Knotos & Naglie, 2006; Mitchell, et al., 2006; Rossiter, et al., 2008 ). These authors have used a variety of evaluation methodologies to determine the efficacy of there play including Likert scales, guided open-ended questions, and interviews. Comments to the open-ended questions, however, focused primarily on the audience’s interest and enjoyment of the play, their resonance with the material presented (Gray, et al., 2000) and/or the most helpful or upsetting parts of the play (Sinding, et al., 2006). None of the studies focused specifically on the relationship between the phenomenology-based theatre production and the audience’s level of empathy.

 However, in most of their writings, these researchers are unclear as to what specific qualitative methodologies were used to frame their original study. For example, Grey and his colleagues developed two research-based theatre productions. The first, about survivors of breast cancer (Gray, et. al, 2000; Gray, et. al., 1998), utilized data from two previous focus group studies. The second production, focused on men with prostate cancer (Gray, Ivonoffski, & Sinding, 2001; Phillips, et al., 2000), was based on interviews with couples. In their write-up about the production, however, they only hinted at the methodology or the philosophical underpinning used to analyze the original studies. If the authors did mention a methodology, it was usually that they used a coding schema and thematic analysis. Mitchell and her colleagues (2005; 2006) created a research-based theatre production on people living with dementia and their carers. Their production was based on quotes from four previous qualitative studies. Although the authors claimed that the studies were descriptive in nature and guided by the human becoming theory (Parse, 1999), no other information was given as to any specific methodology used to frame and analyze their original data. 

Many of these researchers who disseminated their data through research-based theatre either gathered the data before considering theatre as a means of dissemination, or failed to discuss how they used theatre principles to guide their methodological framework. One exception however was Rossiter and her colleagues (Colantonio, et al., 2008; Rossiter, et al., 2008), who dramatized their focus group data on traumatic brain injury. They gave, perhaps, the most detailed description of how the performative nature of their endeavour influenced their data analysis. Although admitting they first used standard thematic analysis techniques and a traditional qualitative process of coding their data, they felt “the most interesting moments from the focus groups were rendered invisible when tallied as a list of general themes” which would “imbue a production with the sense of depth and reality that emerged from the focus groups” (Rossiter, et al., 2008, p. 281). Rossiter then developed second schema to code narrative or dramatic elements in the transcripts “that could be used for particular narratives or for informing character or scene development” (Colantonio, et al,. 2008, p. 181).

It is important here to clarify my purpose or goal for developing the playscript. First, I wanted to discover a way to develop a complete and comprehensive story script that encompassed the complete or whole story of the phenomena of giving loving care to a person with dementia. I strongly valued the aspect of the wholeness of the story. This is one element I found missing in most ethnodramas (Gray et al., 2000; Gray & Sinding, 2002; Mitchell, et al., 2006). As I reviewed ethnodrama and research-based theatre scripts, I became aware of the disconnected or only semi-connected elements of a storyline. Many ethnodramas are written in short scenarios or scenes that display one ethnographic element of the story at a time. Some ethnodramas offer multiple scenarios with each presenting a different element of the study. These scenarios are loosely held together in a way that offers a more comprehensive understanding of the ethnographic research. Although this is a valid way to develop a playscript, the holistic nature of the research participants’ stories and depth of character are diluted in favour of the individual elements or themes of the research. To clarify, however, ethnodramatic playwrights do use story elements, such as having a beginning, middle and end, in each scenario. Other theatrical principles are missing such as building action through conflict to a climax and final resolution; unity of time, place and structure; and the development of well-rounded characters that move the story forward. I will explain these in more detail in the following sections. 

Another aspect of the ethnodramas and research-based theatre productions I reviewed were their lack of realism in their dramatic form or style. Dramatic form defines, shapes, and differentiates the ways a play will be written and performed. Smiley (2005) outlines three broad classes of dramatic form: mimetic, didactic, and imagist. 

The primary purpose of a mimetic drama is being; a writer constructs a mimetic play as an aesthetically complete object. The central purpose of didactic drama is persuading; a writer constructs such a play to inculcate ideas. The objective in imagist drama is the presentation of a cluster of images in nonrational order. In mimetic plays meaning is implicit; in didactic plays meaning is explicit; and in imagist plays meaning is ambiguous. Playwrights create mimetically by constructing a play to excite interest and stimulate empathic responses. Writers create didactically by devising a play to implant ideas, affect attitudes' and suggest societal change. Imagist writers create plays to express personal intuitions, to present a visual and emotional complex. (Smiley, 2005, p. 93)

Based on Smiley’s (2005) descriptions, it would appear that most ethnodramas and research-based theatre production fall under the category of didactic drama. They are usually presented in clustered scenarios. They specifically “tell” the audience exactly what they want them to know. Characters often speak directly to the audience to assure they understand the intended message. Many ethnodramatists such as Norman Denzin (2003), believe researcher/playwrights have a responsibility to facilitate social change through their work. Didactic dramas stir “an audience emotionally in order to lead its individual members through a pattern of concern, realization, decision, and action in their own lives” (Smiley, 2005, p. 89). They “implant ideas, effect attitudes and suggest societal change” (Smiley, 2005, p. 93) to purposely stimulate thought in order to promote learning. In mimetic dramas, thought is incorporated in the characters and plot. The audience may learn from them, but the primary goal is to give the audience an intense, evocative experience that excites and incites empathic responses (Smiley, 2005). Although I hope the audience will learn from my phenomenology-based play, my goal in writing and producing the play is to enhance empathic understanding of the lifeworlds of people giving loving care to a person with dementia. Therefore, my phenomenology-based production clearly differs from most ethnodramas and research theatrical productions since it will be written in a mimetic form (Goldstein, 2001; Harland, 1999).

Closely related to dramatic forms are production styles. A play’s production style indicates the playwright’s and or the production team’s intent for conveying the meaning of the play. Anticipating a play’s production style can greatly influence how a play is written. Theatrical production styles include realism, romanticism, expressionism, absurdism and epic theatre (Downs & Russin, 2005; Smiley, 2005). For the purpose of my work, I believe it is important to distinguish the difference between realism and epic theatre. 

Realism, a style of theatre dominant from the1800s to the 1950s, represents the everyday worlds of everyday people. Realistic theatre offers the facade of real life as any person might live through it by exploring the “universal nature of the particular” (Smiley, 2005, p. 275). Although realism focuses on life’s problems, it holds the belief that problems can be resolved though a cause and effect logic. Realism’s underlying belief is “we can talk things out, take action, analyze our problems, and in so doing change our lives, set a new course, and come up with solutions to the problems that plague everyday existence” (Downs & Russin, 2005, p. 25). One of the major goals of realism is verisimilitude, or life-likeness. In a realistic play, you would never see actions that you would not see in real life (Downs & Russin, 2005, p. 33). Except with the realistic one-person autobiographical performance, realist plays seldom use narrators or have characters talk directly to the audience since this could be perceived as unrealistic. These kinds of performances also offer the audience authentic acting and realistic sets. Due to high production costs, however, modern realistic plays tend to use “selective realism in its production design....staged without authentic walls, windows, and doors” (Downs & Russin, 2005, p. 33). Another goal of realism is to “examine personal and societal problems” (Downs & Russin, 2005, p. 29). Consequently, realistic plays are set in the present time. After watching a realistic dramatic performance, the audience usually feels empathy towards the characters. The audience feels like they have been given access to the world of the characters, and by so doing, have a deeper understanding of the characters’ thoughts and feelings (Smiley, 2005). 

Naturalism, which followed realism movement in the late nineteenth century, is very similar to realism in purpose and outcome (Smiley, 2005). Both utilize believable characters and realistic plots (Bennett, 1997). Allian and Harvie (2006) believe the two terms are “almost interchangeable, with only nuances of differences between them” (p. 178). They explain:

Some theorists suggest that naturalism pays more attention than realism to social environment as an influence on character, and that realism tends to proffer a critical, and less imitative or illusionist aesthetic, but these distinctions are subtle and contentious to be much use today and it is difficult to achieve consensus on the subject. What is important is that realism and naturalism are both founded on the premise that art should hold up a mirror to nature.... This demands a mimetic mode of representation, drawing in part on the logic of narrative structures and staging implied by Aristotle’s unities of time, space and action. (Allain & Harvie, 2006, p. 178) 

Epic theatre, a theatrical movement that began in the early to mid-twentieth century, evolved, in part, as a revolt against realisms and naturalism, especially against aesthetics of the performance and the attempt to represent everyday life rather than confront the status quo (Allain & Harvie, 2006; Bennett, 1997; Harland, 1999). The goals of epic theatre were to move away from individual issues and focus on larger issues of society (Bennett, 1997; Hochman, 1984; Smiley, 2005) and to remove the illusion of theatre, making the audience fully aware that they are watching a play, not a real situation (Bennett, 1997; Hochman, 1984). Epic theatre differs from realism in many ways. Their plots usually have multiple storylines and chance or detached events (Downs & Russin, 2005) held together only by the theme (Smiley, 2005). Unlike realism, where the plot usually progresses in a cause-and-effect linearity, epic theatre make use of sequential, episodic stories covering a considerable number of incidents that may or may not be related (Downs & Russin, 2005; Smiley, 2005). Actors also lose the facade of realism, sometimes talking directly to the audience or allowing the audience to ask questions during the production. Therefore, epic theatre “does not reproduce conditions, but, rather, reveals them” (Benjamin, Bostock, & Mitchell, 2003, p. 4).

Very closely related to epic theatre is Augusto Boal’s theatre of the oppressed. Both condemn theatrical realism and both enable the audience “to know the reality of their own social situation and of the dramatic action simultaneously” (Babbage, 2004, p. 42). Boal, however, moves epic theatre one step farther. In epic theatre, actors interact and converse with the audience, but in the theatre of the oppressed, sometimes referred to as forum theatre, the audience is invited to come into and physically intervene on the plot in a way that transforms the reality of the drama being staged (Boal, 2000). 

Realistic and naturalist theatrical productions are often referred to as representation styles of theatre because they attempt to establish the illusion of real life and destroy the “impersonality of life” (Smiley, 2005, p. 279). Their goal is to arouse sympathetic responses from an audience. They often use the theatre convention referred to as the “fourth wall”, an imaginary wall that divides the performers from the audience. It is through this imaginary wall that the audience observes the lifeworld of the characters on stage (Smiley, 2005). Epic theatre falls into the category of presentational style theatre. Presentational style is “nonillusory, even anti-illusory. By means of exaggeration, distortion, fragmentation, and direct audience address, it surpasses everyday reality” (Smiley, 2005, p. 279) symbolizing life rather than imitating it. The goal of a presentational style production is not audience empathy as much as direct stirring of the audience’s emotions toward what might be possible in the world (Smiley, 2005).

Although realism, naturalism and epic theatre were prominent at different points in history, all are still popular in Western theatre today (Allain & Harvie, 2006). These forms have also penetrated research-based performances such as ethnodrama and research-based theatre. Although there is very little discussion on the forms of theatre used in ethnodramas and research-based theatre productions, the majority of them tend to lean towards presentational styles such as epic theatre (Bagley, 2008; Chapman, Swedberg, & Sykes, 2005; Colantonio, et al., 2008b; Conquergood, 1985, 1991; Foster, 2005; Goldstein, 2005; Gray & Sinding, 2002; Mitchell, et al., 2006). They make no illusion of reality. Actors often talk directly to the audience or may involve the audience in the production, which eliminates the “fourth wall” concept. Actors may take on different character roles without trying to change their appearance or persona. Actors sometimes artificially mime actives without appropriate props. Chorus readings, poetic dialogue or unison dialogue have also been used. Scenarios are often loosely related in the same production. Slide presentations have been used to alert the audience to important aspects of the scene. Most importantly, their purpose is usually to illuminate an audience as to social situations. Many are directly political in nature, and their goal is to awaken an audience to situations in hopes of changing the status quo. 

In order to maintain a cohesive story and portray the holistic nature of the phenomenon, I did not want to use the more artificial tactics of presentational theatre. My goal was not to explicitly teach the audience. Instead, I wanted the audience to gain an empathic understanding of the lifeworlds of people giving loving care to a person with dementia —to feel what it is like to be in their place. Through this empathic understanding, I believe the audience will learn about the carer role, but in a more implicit way. My goal is not to change the status quo, however, when people are able to put themselves in the place of others and deeply feel the reality of their situation, I believe change can happen. Perhaps this change is only in one individual audience member, but a change in one person can impact many. Based on my goals, I chose to write my play in a realistic, representation form. With this decision, I no longer felt “research-based theatre” was the appropriate term to use for the type of production I was getting ready to launch. Instead, I felt the term “lifeworld theatre” was more appropriate and more clearly defined a phenomenology-based, realistic production.

Preparing to Write the Playscript
Although I have an undergraduate degree in drama and theatre, I felt it important to review appropriate literature on theatre theory and playwriting to give me a foundation to begin the transformation of my phenomenological study to a dramatic playscript. In order to locate the appropriate literature, I did a Google search to locate syllabi for current college-level courses in playwriting. I reviewed their lists of required and suggested readings and located the books suggested most frequently to include in my literature review.

Although richly discussed in the theatrical literature, theatrical principles are barely mentioned in arts-based and performative social science research. Rather, authors in the arts-based and performative social science communities debate what criteria, if any, should be used to assess artistic endeavours displaying qualitative research findings (Finley, 2003). Although the criteria are still in question, what seems to be common to all is the need for the researcher to have an essential understanding of the craft. Smiley (2005) argues, “The more knowledge playwrights possess about their art, the better their plays are likely to be” (p. 100). Saldaña (Saldaña, 2003, 2005, 2008), an ethnographer who has a background in theatre and playwriting, offers the most comprehensive description of theatrical principles that should be considered when writing a research-based theatrical script. These include plotting, monologue, dialogue and scenography. Although he does not go into great detail on the process of playwriting, he does offer nontheatre-based researchers a basic understanding of principles that should be considered before attempting to write a playscript. It is my goal in this chapter to offer a deeper understanding of the role of the playwright, key theatrical principles that are foundational to playwriting, and the process I used to transform my phenomenology-based script into a realistic lifeworld theatre script.

What is a Playwright?
I will start with the basics. What exactly is a playwright? Playwrights are “makers of plots as organized actions, stories, arrangements of scenes, passages of dialogue, and physical activities” (Smiley, 2005, p. 100). They give birth to characters that are vibrant and believable and that drive the story forward. They are “artists who creatively select and compress the important parts of life into a simple, heightened work of art” (Downs & Russin, 2005, p. 11) by choosing a few significant events in a person’s lifeworld and fully investigating the emotions and conflicts involved. Their job also includes working with other theatre artists to put dramatic action on the stage (Sweet, 1993, p. 10). They are self-disciplined and diligent in both their creative work and learning their craft (Smiley, 2005). They have a basic understanding of theatrical principles that are the key to good playwriting.

Understanding Theatrical Principles of Drama
A playwright needs to have a good understanding of these major dramatic principles and techniques in order to construct compelling characters and high-quality plot-structure (Downs & Russin, 2005; Downs & Wright, 1998). One thing that I learned through my reading on theatre theory and playwriting is that there is no single approach to writing a play. There is much debate over what components should be included in a play as well as their order of importance (Downs & Wright, 1998). There are, however, key theatrical principles that lay a foundation for developing a dramatic work. Downs and Wright (1998) define a playwriting theatrical principle as “a dramatic axiom that has changed little through history and applies to all plays in all ages” (p. 58). They are techniques and methods playwrights have used repeatedly through the ages to create solid characters and high-quality plot-structure (Downs & Wright, 1998). The major differences between more traditional or realistic theatrical and the more innovative new plays is how writers use these dramatic principles (Smiley, 2005). Smiley (2005) emphasizes, “Traditional principles are never entirely absent in any contemporary work” (p. 93). 

Six theatrical principles often discussed in playwriting literature date back to the time of Aristotle (350 B.C.) and his book “Poetics.” These include plot, character, diction, thought, spectacle and song. Smiley (2005) emphasizes that “all items in a play relate to one or more of these elements” (p. 7). I will first discuss theatrical principles I used in the development of my play. They include plot, character, action, conflict and crisis, and dialogue. I will then explain how I incorporated them into the writing as I transformed my phenomenological study to a dramatic, mimetic playscript.

Plot.  Plot in drama is the overall structure of the play including organization and sequencing of the dramatic materials (Saldaña, 2003; Smiley, 2005). It is “the pattern of action—the arrangement of scenes, events, descriptions, and dialogue assembled as a palpable whole” (Smiley, 2005, p. 73). A dramatic, mimetic plot takes the fundamentals of conflict, character and action, and “proportions them into an exact order that achieves the playwright’s purpose” (Downs & Wright, 1998, p. 61). The playwright then arranges and sequences the actions to develop a plot. 

The plot selects and emphasizes points, thereby stressing the play’s meaning and it leads to ultimate climax, which helps the playwright draw the audience's attention to the play's subject and theme….Plot brings characters to life and illustrates their thoughts by showing them in action. Plot provides actions and reactions that revealed the character under pressure and give the audience an understanding of what they do and why. Plot creates, interacts with, and results from character. It develops suspense about whether the central character will achieve his goal. (Clark, 2007, p. 63) 

The dramatic structure of a play “results in its form, its organization, its plot” (Smiley, 2005, p. 92). It includes “the number of acts, scenes, and vignettes” (Saldaña, 2005, p. 15). 

In a dramatic, mimetic plot the structure is laid out in a series of stimulus/response actions where an action by a character functions as a stimulus that causes a response. That response then becomes a stimulus that leads to another response. A dramatic plot involves a “rising action” which continually increases dramatic suspense and tension as the play moves forward to its climax (Clark, 2007). Plot-structure “creates a logical sequence from chaos; it turns the random action of life into the structured action of a play” (Downs & Wright, 1998, p. 60) and determines “how a playwright compresses, selects, and creates order in a life, and that order provides meaning” (Downs & Wright, 1998, p. 17). A play without a solid plot-structure will usually appear disorganized and inconsistent and may therefore fail to communicate the playwright’s intentions (Downs & Wright, 1998). 

Several authors emphasize the difference between plot and story  ADDIN EN.CITE (Clark, 2007; Downs & Wright, 1998; Saldaña, 2003; Smiley, 2005). Where plot is the overall organization of the play, story is a particular type of plot with its own type of arrangement and sequencing of material that provides unity in drama (Saldaña, 2005; Smiley, 2005). As Smiley (2005) notes, “a play can certainly have a plot without much story” (Smiley, 2005, p. 75). Although these terms are differentiated and initially separate, plot and story are ultimately woven together to create a plot (Saldaña, 2005). A story can be told in a straightforward manner, or intermittently using flashbacks (Clark, 2007). Story scripts add realism to the play. Clark (2007) explains:

Stories are metaphors for life. Stories are like life lived into a poetic level. They must rise above the specific. An understanding of the art form, the craft, is needed to tell a story well. If you imagine a character, you must select meaningful and significant events from the character's life and figure out how to arrange them into a strategic sequence to express and arouse emotions—to mean something. (p. 61)

In a standard dramatic story script there is one central dramatic event followed by complications that brings meaningful change to a character or characters (Clark, 2007). As in any story, a story-based plot can be divided into three structural parts: beginning, middle and end  ADDIN EN.CITE (Hall, 1998; Simon, 2003; Smiley, 2005; Spencer, 2002). A well-designed beginning and end signify “wholeness and completeness; a middle emphasizes full development” (Smiley, 2005, p. 78). Together they provide a unity of structure to a story-based play and a cohesive understanding for the audience. Some plays may have stronger unity of plot than others. The importance of unity and how a plot is arranged depends on the purpose, type and form of the play. In a mimetic, story-based play, it is important to consider unity of character, action, drama, time and location (Simon, 2003).

At the beginning of a mimetic, story-based plot the story is in balance. The characters, setting, time, location, and basic storyline are introduced (Clark, 2007; Hall, 1998; Hatcher, 2000; Smiley, 2005; Spencer, 2002). The playwright also sets the tone and the rules letting the audience know the type of dramatic form and production style that guides the play (Simon, 2003). The playwright should grab the audience’s attention, develop their interest and make them care about the characters (Clark, 2007; Simon, 2003). This introduction is followed immediately by the inciting incident. The inciting incident is an event that disrupts the story’s balance, thrusts the characters into action, and causes the main character, referred to as the protagonist, to make a decision that will start him or her on a journey to accomplish a goal in order to re-establish balance (Downs & Wright, 1998; Hall, 1998; Hatcher, 2000; Smiley, 2005; Spencer, 2002). The beginning section of the play ends when the protagonist makes a decision to take action based on the inciting incident that will result in conflict. This decision “defines what the play is about; it states the protagonist’s goal” (Downs & Wright, 1998, p. 22). The decision also brings about a major dramatic question. It is the hook that holds the audience’s attention throughout the play as they wait to find out the answer and see if the protagonist succeeds. The part of the plot which includes the inciting incident, major decision, and dramatic question is called the point of attack (Downs & Wright, 1998).

In the middle section of the plot, the play progresses through a succession of conflicts, crises, complications and discoveries. The protagonist will continue to be tested as he or she encounters obstacles and complications while trying to the reach the goal. 

Conflict is the lifeblood of the theatre.... The one element that makes a play different from all other forms of storytelling is crisis.... Crisis is the essence of theatre. A scene, a page, a word, a character, a thought without crisis is not dramatic.... All plays are about the emergencies, calamities, turning points, entanglements, and difficulties of life. (Downs & Wright, 1998, p. 25) 

The middle of the plot is the heart of the play. It includes “complications and discoveries, victories and defeats, twists and reversals. Hopes are dashed and then given new life” (Clark, 2007, p. 69). Emotional and psychological stresses and the dramatic suspense and tension will continue to rise throughout the middle of the play (Clark, 2007; Downs & Wright, 1998; Simon, 2003; Smiley, 2005). This holds the audience’s attention and elevate their aspirations and worries for the characters they have now come to care about (Simon, 2003). Downs and Wright (1998) describe the progression of the middle of a plot:

A play never rests. Until the final climax, there’s always another conflict and crisis, or both. Conflict and crisis cause the characters and story to be in a constant state of flux. This instability is governed by rising action. Rising action makes each conflict, crisis, obstacle, and complication more powerful, more dramatic, and more important than those before. In other words, the middle of a play must follow the path of most resistance. There may be moments of apparent success, but they always lead to an even greater undoing. The middle of a play is a series of failures for the protagonist. The goal, decided upon by the protagonist at the end of the beginning, must not be realized, at least not yet. (p. 26)

The middle of the play ends when the protagonist encounters the ultimate obstacle and reaches the point of total failure. At this point, it appears that there is no hope that the protagonist will ever accomplish his or her goal. This is the bleakest moment of the play (Clark, 2007; Downs & Wright, 1998).

The end of the play begins when with the protagonist’s enlightenment as he or she realizes how to reach the goal. This enlightenment must be something the protagonist could not have realized before going through the trials and tribulations encountered in the middle (Downs & Wright, 1998). This leads to the final climax—“the ultimate release of conflict or stress in a play, as in life” (Clark, 2007, p. 84). The final climax is a direct result of the protagonist’s actions. In a tragedy, the protagonist is unable to reach his or her goal and loses the struggle. In comedy the protagonist achieves his or her goal which leads to a happy ending. In a mimetic story-based drama, the ending might be either, or it may not have a clear resolution (Clark, 2007; Smiley, 2005). 

This climax is followed by the subsequent resolution, or dénouement. This is usually a short final scene at the end of the play that shows how the characters, especially the protagonist, have changed from the beginning of the play, and how either a new balance has been established in the play, or a resolution that leaves an eternal imbalance (Clark, 2007; Hall, 1998; McLaughlin, 1997; Simon, 2003; Smiley, 2005; Spencer, 2002). The dénouement “serves to ease the audience out of the play as the lights go dark for the last time….The story's been told, the tail spun, the climax of the action has passed, the resolution's been presented. All that's left is to spin out as gracefully as possible, leaving the audience with just the right feeling” (McLaughlin, 1997, pp. 126-127).

Character.  A play’s plot is the structure of human actions, and characters are the agents that carry out those actions through their words and activities. In a mimetic drama, characters are written to resemble real people (Smiley, 2005), who must be able to live consistently within the dramatic parameters of the play’s world (Clark, 2007). Just as human beings differ greatly, each individual character in a play should have their own unique personality and traits (Catron, 1994; Clark, 2007; Smiley, 2005). Contrast not only sets the characters apart from each other, it also adds to the play’s dynamic development and provides the basis for conflict and interest (Catron, 1994). Character traits or characteristics that are considered important to character development include biological traits, physical characteristics, psychological characteristics, sociological characteristics and motivational traits  ADDIN EN.CITE (Catron, 1994; Hall, 1998; McLaughlin, 1997; Smiley, 2005; Sweet, 1993).

 When writing a script, the playwright needs to consider the development of well-defined characters who work well with each other and are able to express themselves through action and dialogue (Downs & Wright, 1998). All characters should have a goal that reveals their inner character and keeps them moving forward to reach it (Smiley, 2005). The central character should be “strong enough so the character is determined to go the distance” (Clark, 2007, p. 2), fighting against all obstacles to pursue his or her goal. Characters need to have a balance of will and strength. The audience needs to believe that the characters have the possibility of achieving the goal. As Hatcher (2000) explains:

Concrete goals are always better than abstract ones. Abstract goals are not tangible, they cannot be material. They are concepts. They are important and worthy of a character’s desire, but they have no stage presence. Concrete wants/needs/desires/ goals are tangible. You can hold them in your hand, touch them, feel them, see them. (p. 25)

Catron (1994) contends that a play usually contains both essential and secondary or nonessential characters. “Essential characters contribute to the play’s conflict and help establish or reinforce the protagonist-antagonist struggles....Nonessential characters do not further the action or develop major characters” (pp.89-91). Essential characters usually include the protagonist and the antagonist. Secondary characters may be used to bring out background information (Sweet, 1993), help develop the central character’s dilemma (Catron, 1994; Smiley, 2005), or add texture and colour to the play’s realism (Catron, 1994).

Most story-based plays focus on one central character, often referred to as the protagonist (Catron, 1994; Clark, 2007; Downs & Russin, 2005; Downs & Wright, 1998; Hatcher, 2000; McLaughlin, 1997; Smiley, 2005; Spencer, 2002). Building a story plot around a central character helps focus the play’s plot and allows the playwright to set the dramatic materials around that character. The protagonist is the character who most drives the actions of the play (Smiley, 2005). The protagonist must have a compelling need to satisfy, a need so strong that it will drive him or her through multiple conflicts to reach the unavoidable end (McLaughlin, 1997). The audience perceives the play’s thematic core through the protagonist’s struggles (Catron, 1994). The protagonist’s pursuit of a goal is what holds the audience’s attention (Hatcher, 2000). Plays can have more than one central character. Many plays are written about a group of characters, each with strong individual personalities and each striving toward a worthy goal (Hatcher, 2000; Spencer, 2002). Hatcher (2000) cautions, however, that adding more central characters increases the difficulty and complication of plot development. 

The antagonist is the character who opposes the protagonist and sets up obstacles for the protagonist to overcome (Smiley, 2005). The goal of the antagonist is to make the protagonist’s life miserable and keep the conflicts coming so the audience does not know who will be the victor until the end of the play (Clark, 2007). It is important to understand, however, that not all plays have a character who portrays the antagonist. There is always an opposing force, but that force may be a conflict within a character, a conflict with society or a conflict with multiple characters who represent a conflictual theme  ADDIN EN.CITE (Catron, 1994; Downs & Wright, 1998; Hatcher, 2000).

Action.  A third theatrical principle is action. A character’s life, much like a person’s, is made up of constant action and reaction. Action involves movement and change. Smiley (2005) defines action as “human change” (p. 73) that moves the story forward. Downs and Wright (1998) explain:

Action means more than just physical movement; the action of the play includes the human acts, conflicts, and thoughts that move a story forward. Action is the continuous, progressive development, growth, and change in the story and characters. Action is dramatic movement; it’s what the characters do. Even if they have no physical action, they will express mental action through dialogue. In the broadest sense, action is the movement of the story, but it can also be as small as a character’s thoughts. (p. 6)

As discussed previously under the section on plot, drama is “structured action.... When a drama depicts a series of human activities with unity and probability, that drama becomes a beautiful art object” (Smiley, 2005, p. 74). The power of any action depends on the intensity and personal values of what is at stake for the character(s) (Clark, 2007; Packard, 1997). The stronger the character’s need or desire to achieve a goal, the stronger the potential for conflict (McLaughlin, 1997).

Conflict and Crisis.  Another key theatrical principle is conflict or crisis  ADDIN EN.CITE (Catron, 1994; Clark, 2007; Downs & Wright, 1998; McLaughlin, 1997). Drama is about human conflicts and struggles. In fact, all mimetic dramatic plays are about “the emergencies, catastrophes, turning points, entanglements, and difficulties of life” (Downs & Wright, 1998, pp. 24-25). Although conflict is usually between two characters (usually a protagonist and antagonist), it may also be between a character and society, or an internal conflict within the character  ADDIN EN.CITE (Catron, 1994; Downs & Wright, 1998; Hatcher, 2000). Downs and Wright (1998) argue that conflict is the core of drama, and that crisis is “the one element that makes a play unique from all other forms of storytelling” (p.7).

Dialogue.  The last key theatrical principle I will address is dialogue. Dialogue occurs when two or more characters exchange thoughts or confront an interpersonal conflict (Saldaña, 2005, p. 23). Dialogue is integral to both plot and character since dialogue is the major means the playwright has to express character, plot, story and theme (Spencer, 2002). Since the late nineteenth century, realistic dialogue had been the predominant style of dialogue used in theatrical productions (Smiley, 2005). Although dialogue in a mimetic drama is realistic, it is not exactly the same as ordinary speech. Dramatic dialogue is a specialized form of ordinary speech that communicates the characters thoughts, feelings, attitudes and understandings. It is compressed speech that removes much of the natural hesitations and omissions found in ordinary speech in order to make the dialogue “clearer, more interesting and more casually probable than common speech” (Smiley, 2005, p.186). Since dramatic speech is compressed speech, every word will have an impact. For a strong impact, words need to be “strong, clear, complex and forceful as possible” (Spencer, 2002, p.198). Sweet (1993) claims that the trick to writing good dramatic dialogue is to be able to compress it and at the same time make it sound natural. Each word in the dialogue should serve a purpose and compliment the play’s action (Hall, 1998).

Other factors that should be considered when writing dialogue are sentence length, grammatical economy, liveliness, rhythm and high- and low contrast (Hall, 1998; Smiley, 2005). In theatre, dialogue needs to be simple and keep the action moving. Short sentences are usually more understandable to an audience, but they should be juxtaposed with longer ones to provide contrast. Sentence fragments and interruptions can be used to split up longer and more complex dialogue to keep it active and moving. Smiley (2005) suggests that a sentence in dialogue average ten words or fewer.

Grammatical economy means that every word or phrase used is necessary and all unnecessary words are eliminated. Actors’ physical actions may be able to portray the emotive nature of dialogue better than words (Smiley, 2005). 

Liveliness is related to the imaginative use of words:

Dialogue should also be a matchmaker and stimulate associations. This comes first from the use of concrete sensory words. The best nouns are the most specific...The best verbs contain or suggest action—know, hobble, sob, shiver. And the best modifiers provide sensory impressions—sticky taffy, pumpkin orange, sizzling bacon. Additionally, liveliness reflects life experience by being attitudinal and anecdotal. Both of those qualities can appear in single words or in larger units. (Smiley, 2005, p. 198)

Rhythm is a quality brought out in each sentence through the stress patterns of the words. It is “the emphasis in sounds and the placements of silences” (Smiley, 2005, p. 242). When dialogue becomes emotionally more intense, so does the dialogue’s rhythm (Smiley, 2005). 

 Rhythm is influenced by the word structure in a sentence. Smiley (2005) explains:

In dialogue the sentence essentials of subject, verb, and objects usually fall in normal order, so the selection and placement of modifiers often control sentence rhythm. Each type of modifier—as word, phrase, or clause—provides a special rhythmic effect. Single word modifiers tend to make a sentence staccato or emphatic, as in the following example: “Pam was a small, curt, angry girl.” Phrase modifiers create a more complex and smoother rhythm, for example: “Through the terminal, men shuffled along with briefcases and with overcoat, but without faces.” Clause modifiers make rhythm of greatest extension and weight: “The girl Jimmy expected to meet walked to him, set down her suitcase, and kissed him so passionately that everyone turned to stare.” (p.200)

Rhythm is useful in developing the play’s tempo, creating interest and enhancing intensity. Overall it is useful to emphasize aspects of dialogue, enhance meaning and understanding and contrast emotional expression (Smiley, 2005).

High- and low-context dialogue has to do with the amount of exposition a playwright must use to explain what is happening in a scene. High-context dialogue requires the audience to have some understanding of the situation and what is being said, therefore, it is more explicit. Low-context dialogue is only needed when the audience may lack understanding requiring the playwright to put in more explanatory statements. It is important, however, that the low-context dialogue is not used when the characters are in a high-context relationship. This would seem unnatural. Therefore, in that situation, the playwright must find a way to add to the scene or in other ways add the needed context so the scene will be understood by the audience.

Playwriting Style
After gaining a better understanding of theatrical principles, it is also helpful for new playwrights to gain an understanding of the difference between playwriting and other forms of creative writing. Writers who transfer to playwriting from other writing genres often find it a difficult transition (Downs & Russin, 2005). Although it shares many common areas, playwriting “has a unique scope, purpose, and medium and must be mastered as an individual art” (Downs & Russin, 2005, p. x). Packard (1997) elucidates this difference: 

The most important thing for a playwright to realize about playwriting is that there is a crucial difference between dramatic and narrative writing. Plays are not novels, the stage is not the printed page, and no matter how much talent, verbal skill, and background experience one may have for narrative writing, unless one has mastered the basic principles of dramatic action, visuals and stakes, one cannot even hope to know how to read a good play intelligently, let alone try to write one that will play effectively on stage. (p. 18)

Table 2, synthesized from the works of Packard (1997, p. 3) and Carlton (1994, pp. 18-21), explains some of the differences between narrative novel writing and dramatic playwriting, and underscores important theatrical principles discussed earlier in this chapter.

Table 2. Differences between narrative novel writing and dramatic playwriting.
Narrative Novel Writing	Dramatic Playwriting
Uses literary descriptive language to tell a story that will be read from the page.	Uses strong dramatic action and concise language to portray a visual picture on stage.
Tells a story.	Shows a story through robust dramatic actions and powerful visuals.
Usually has a narrator, who leads the reader through the storyline and offers expository statements to give background information and describe the setting, events, and characters, including their thoughts and feelings.	Shows the audience what characters are thinking and feeling through actions, interactions, dialogue and silences. Background information is given indirectly through dialogue and interaction of the characters.
Final product is a set form that is captured forever within the covers of the book.	With each new production, a playscript is reborn, surprisingly different because of theatrical creativity and interpretation.
Written for one reader at a time with the assumption that readers will read it in their own time and space, stopping and starting again as desired. 	Written for a group who will observe the play in one sitting therefore necessitating the need to grab the audience’s full, uninterrupted attention for the entire play.
Often written in the first person, in a way that takes the reader into the mind of the major character; or in the third person, describing what the characters see, feel, think and believe.	Written from an impartial and shared viewpoint, representing all characters and at the same time showing each character's individual attitudes, emotions, goals, hopes, and dreams.
	
Let’s Begin: The Writing Process
Now that I have expanded my understanding of theatrical principle and writing style for a dramatic script, I am ready to write. As I was preparing to write my playscript, Smiley’s (2005) quote came to mind:

Selecting specific events and establishing relationships to carry out the plan is difficult. Composing a story, giving credibility to characters and weaving thoughts into a play is harder. Establishing interrelated causal chains is even more complex. And among the most demanding aspects of playwriting is the task of inserting items of preparation, or all the kinds of specific details that give a play apparent probability. Items of preparation make actions and causal relationships seem inevitable. They make the characters both intelligible and credible, and they enhance the play’s emotional effects. (p. 117)

Although I spent a considerable amount of time reading literature on playwriting and theatre theory, this quotation emphasized the importance of thinking through character and plot before beginning to write. Much like the holistic nature of analyzing phenomenological data where the researcher moves from the parts to the whole and back to the parts, I used a similar technique to begin to frame my play. Throughout the writing process I would move between the essential structure of my phenomenology and participant transcripts. Much like the movement in the hermeneutic circle, “moving in a circular fashion between part and whole, with no beginning or end” (Langdridge, 2007, p. 122). I kept envisioning the whole of the play in terms of the reality of the individual experiences of the phenomenon of giving loving care to a person with dementia. This movement helped me develop both plot and character. I worked between the whole and the parts, developing individual scenes and individual characters. Although it was an integrated process of moving back and forth between organizing the plot, developing characters and writing dialogue, I will explain each of these three processes separately. I will then discuss the script revision process that allowed me to refine and revise the script so it would be ready to produce for stage.

Considering Plot
The first glimmer of plot came during the development of the phenomenological essential structure. It took many iterations of analysis to determine how to best organize the key constituents into invariant themes. Although I explored several possible ways to organize the data, I always kept the dramatic principle of continuity of time and place in mind. I knew that to be able to smoothly transition between the essential structure of my phenomenological study and a dramatic plot, I would need to show a logical flow or forward movement between time and place. It was helpful that during the interviews, my research participants share their experiences of the phenomena in a story-like fashion; moving in time from the beginning of their carer’s journey and progressing through time to their current situation as carer.

Earlier in my methodology section, I discussed how I modified Giorgi and Giorgi’s descriptive phenomenological method (Giorgi & Giorgi, 2003; Todres, 2005b) when transforming meaning units. Instead of transforming the meaning units using a psychological stance, I transformed the meaning units using a theatrical or dramatic stance. I wrote short script vignettes for meaning units that displayed natural emotions, held natural dialogue and encapsulated the participant’s experience. In a way, I was also trying to use the disciplines I am most familiar with, gerontology and theatre, to discriminate and transform these meaning units towards a deeper level of understanding. I found that creative embellishment allowed me to better get in touch with my research participants’ emotions and have a more thorough understanding of the context surrounding their experiences (See Appendix C). By reviewing these theatrically embellished vignettes, I was able to begin to see how characters could be developed directly from the stories my participants shared.

Writing the Play’s Premise
According to Egri (2008), “Every good play must have a well-formulated premise”(p. 24). The premise is a one-sentence statement that outlines the major idea behind the play and exemplifies the motivating force that drives the play (Clark, 2007; Egri, 2008). The premise also needs to illustrate the convictions of the playwright so it allows that passion to come through the writing (Egri, 2008). Egri (2008) maintains that the premise should include three parts: the first part suggests what the character does, the second part suggests conflict and the third part suggests the play’s ending (Egri, 2008). The premise is written in language that indicates the playwright’s overall goal for the play (Egri, 2008). By setting a premise early in the playwriting task, the playwright can begin to consider how to make the premise come alive through actions and dialogue in a way that the audience will come to the same conclusions the playwright described in the premise (Clark, 2007; McLaughlin, 1997). 

To write the premise for my play, I reviewed the essential structure of my phenomenology. Based on my understanding of the overall theme of my study, I wrote the following premise: Love for someone with dementia allows carers to overcome the challenges they face. This premise underlies the theme that was foundational to all my research participants. Having written the premise, I will now focus on implementing it in both plot and character development. 

Determining the Central Character
Throughout the playwriting literature, authors emphasize the importance of having one central character with a gripping inner need that is being hindered by his or her own mistakes or by other characters with opposing needs. From this conflict develops a dilemma that must ultimately be resolved. Knowing this information now caused me to ponder. Who will be the central character and how will having one central character affect the telling of the commonalities and uniqueness of my research participants? Then I thought about my research methodology. Since my phenomenological study was based in heuristic research (Moustakas, 1999), my own story was the integral thread that wove all stories together. My own story appeared in all key constituents of the essential structure of my phenomenology. Parts of my carer story were woven into each heuristic interview. My story encompassed the entire journey of caring from the diagnosis of dementia to the death of my mother. With this in mind, I decided to stay true to the nature of heuristic research and let my own story serve the same primary role it did during the interviews and the analysis of my data. It would be the thread that ran through the play and all other stories.

Determining How to Illustrate Research Participant Stories in the Play
Once I decided to use my story as the story of the central character, I needed to decide how to portray the commonalties and uniqueness of my research participants’ stories in relation to mine. I also needed to determine the best way for my characters to talk to each other and share the stories that were imbedded in my essential structure. Then I remembered the one commonality all of my research participants had. We all had attended an Alzheimer’s support group. Setting my play in an Alzheimer’s support group would be a perfect way for the characters to share the stories and experiences of my research participants. The stages outlined in my essential structure could be the cornerstone of the group discussions. This would allow me to show how the different participants experienced these themes. A support group setting would also allow me to strengthen the continuity of time and place by moving through the caregiving stages discussed in my essential structure: 1) The Journey Begins: The First Stage of the Carer’s Journey; 2) Moving Down the Road of Plaques and Tangles: Middle Stage Dementia; 3) End Stage Dementia: Letting Go; and 4) Looking Back: A Time to Reflect. The movement of these stages, or invariant themes, also followed the story-based plot format—having a beginning, middle and end.

Outlining the Play: First Draft
With these two decisions in place, I began outlining the first draft of a possible plot for my play. I would alternate between events in the life of the central character (who I named Kayla) and events in the lives of the support group members. Clark (2007) suggests that a playwright start by mapping out and describing the significant points or major incidents that will be depicted in the plot. In essence, this is “building structural reference points called plot points” (Downs & Wright, 1998, p. 61). 

Plot points can take many forms: a character’s realization or decision, a twist or turn in events, or a simple dramatic moment. Plot points follow a predetermined order… each plot point is simply the next logical, motivated step in the characters’ lives. (Downs & Wright, 1998, p. 61)

I began building plot points based on the stages identified in the essential structure. Figure 1 shows this early outline. On the left side of the table are the plot points which show the movement between Kayla’s story and the support group meetings. The right side shows the key constituents and sub-constituents matching the order they were discussed in my essential structure. At this point, I had not worked through the detail of each plot point.
Figure 1. Play plot points in relation to the essential structure of the phenomenology. 
As I continued to work back and forth between my essential structure and participant transcripts, I realized that this was a much too simple version of how the plot would need to play out. If I keep the support group scenes focused on one theme at a time, it would assume that everyone in the support group would be at the same stage in their carer journey. I had too problems with that supposition. First, realistically it would be very unusual for all support group members to be at the same stage. I attended many support groups while I was a carer, and none of them had all their members at the same point of caring. Secondly, if all were at the same level, no one would be able to help others by giving advice. So I decided that group members would be at different points in their journey. That would still allow the members who were further along in the journey to reflect on past experiences.

Defining the Spine of the play
Clark (2007) believes that one of the first basic elements of building a successful plot is to determine “the central thread around which all of the other threads are woven—the spine” (p. 227). The spine of a play is the major storyline, the dramatic core, that runs from the beginning of the play to the end, and therefore, gives the play a “coherent and focused storyline” (Clark, 2007, p. 227). It allows one scene to build on the next, multiple stories to come together, and characters to interact with a purpose. The spine includes “the basic action of the play, the critical path along which the story moves, what the play is about from the standpoint of the characters principle conflict” (Clark, 2007, p. 227). Clark (2007) further elaborates:

The spine provides a path for the inner moral/spiritual journey of the central character. The protagonist will reach various destinations along his or her path, each of which advances the story. The spine triggers a major question in the play: will the protagonist get what he or she wants? We learn the answer when the protagonist and antagonist meet face-to-face at the climax. (Clark, 2007, p. 228) 


Since I had made the decision that Kayla would be the central character, it is logical that her story would be the spine that wove throughout the play. Her story will follow the progression of the essential structure: from the beginning of the carer journey, through the four stages to a final reflection of her experience. The other character’s stories will be developed to revolve around Kayla’s stage of the carer journey in each particular scene. This will allow the support group scenes to maintain a forward movement in the progression of the stages of the carer journey outlined in the essential structure of my phenomenology, but not force other characters to be in the exact same stage. Figure 2 visually shows that movement in the plot structure.

Figure: 2. Plot Structure.
McLaughlin (1997) suggests that the playwright would build a timeline of the central character's dilemma early in the writing process. “This helps give you a frame of reference as you focus in on the central event of the play” (McLaughlin, 1997, p. 54). Using the model in Figure 2 above, I started to fill in Kayla’s dilemmas based on the key constituents and sub-constituents in my essential structure. The first timeline I developed for Kayla’s carer journey can be found in Appendix E. The timeline includes the key constituents and sub-constituents discussed in my essential structure of my phenomenology. 

Developing Characters
When I first started thinking about developing my characters, I was sure that I wanted to base a character on each one of my research participants. With ten participants and myself, I would have had a cast with at least eleven principle characters. I had become very close to each of their stories. In my mind, all were unique and deserved to be highlighted in the play. I even used the same names I used to identify my participants in the essential structure as characters names. 

Limiting the characters
Authors throughout the playwriting literature have stressed the importance of economy when determining the number of characters to put in a play  ADDIN EN.CITE (Catron, 1994; McLaughlin, 1997; Saldaña, 2005; Smiley, 2005). Too many characters can extend the script length and make it more difficult to write, direct, cast, and ultimately produce. Showing character contrast and uniqueness would also be more problematic. As Catron (1994) explains: “The more characters the playwright has in the play, the greater the risk that he or she will be like the clown who tries to balance an increasing number of spinning plates on slender sticks” (p. 90). When discussing the use of research participant as characters in ethnodramas. Saldaña (2005) emphasizes, “The total cast size consists of the minimum number of participants necessary to serve the story line’s progression and includes those whose stories are potentially engaging for an audience” (p. 16).

With that in mind, I went back and reviewed my research participant list (See Table 1, Chapter 2) to determine if some of my participants were so similar that it would make it difficult to contrast them. This table lists the pseudo-names of my participants, their gender, ethnicity, age and care recipient.

After reviewing the list, I realized several overlapping characteristics. For example, I had two females (Debbie and Jennifer) in their mid- to late-50s who cared for a mother with dementia, two older females (Crystal and Gayle) caring for a husband, and two older males (Jim and Gordon) caring for a wife. I then went back and to the essential structure of my phenomenology and the original interview transcripts of these six individuals. Based on the similarities of their stories, I felt I could collapse these six individuals into three characters: one daughter caring for a mother, one wife caring for a husband, and one husband caring for a wife. Including my own story, that brought me down to eight principle characters. I felt certain I could combine these participants without losing the uniqueness of the participants and their experience of the phenomenon of giving loving care to a person with dementia. 

Playwrights often complete a character analysis for each of their characters  ADDIN EN.CITE (Downs & Wright, 1998; Hatcher, 2000; McLaughlin, 1997; Smiley, 2005). A character analysis might include the character’s age, ethnicity, culture, occupation, physical appearance, mannerisms, education, social status, needs and motivations. I was able to go back to my written transcripts and interview notes and pull out much of this data for each of my principle characters. My interview notes included information about the participant’s physical characteristics, including how they carried themselves, how they gestured and any other idiosyncrasies I may have noticed. I also listened to the audiotapes of each participant interview to pick up any nuances of the participant’s speech patterns. All of this information was helpful as I moved forward with developing characters.

Since I had already determined that my story would be central, I knew that I would need to bring at least three more principle characters into the plot in order to illustrate my story. I would need a character to play my mother, my brother and my mother’s doctor. I would also need some secondary characters to play smaller roles such as nurses, administrators and someone to run the Alzheimer carer support group. I felt like I was going to have a cast of thousands before it was all over. As I continued to write the script, secondary characters were added as needed. After revising the script multiple times, I continued to collapse characters. I was able to eliminate the character Charles (a younger male caring for his wife), by having Jim (an older male caring for his wife) pick up many of Charles’ lines by having Jim reflect on his earlier experiences as a carer. This worked very well since my research participant, Jim, did not give me as much detailed description of his early carer years. I also collapsed the dialogue from Debbie and Gloria by giving most of her dialogue to the character, Gloria. My research participant Gloria took care of both her mother and father, but offered very little information about her mother since she only spent a short time caring for her. I could easily add some of Debbie’s dialogue to Gloria’s character to develop a stronger relationship caring for a mother. I also gave a few of Debbie’s lines to Gwendolyn, a female also caring for a mother. By rearranging transition dialogue, I was able to eliminate the need to add a character to run the carer support group. 

Although the final cast list was still large, the number of principle characters was greatly reduced. The list of secondary characters, although large, could be managed during production by have these small roles double-cast—where one actor plays several roles simply with a change in costume and mannerisms. The final cast list can be found in the full playscript (Appendix F).

Writing Dialogue
As I began writing dialogue, I held four objectives for myself: 1) I would stay true to the phenomenology and to the actual words spoken by my research participants during the interview; 2) I would try to use the quotes that illustrated key constituents in the essential structure of my phenomenology; 3) I would locate other interesting and relevant quotes from the participant transcripts that enhance the story line and embrace the principles of theatrical dialogue discussed earlier in this chapter; and 4) I would try to use dialogue from the short scenes or scenarios I wrote from the individual meaning units in my phenomenology using creative embellishment. Downs and Wright (1998) suggest that playwrights choose “only a few important events in the characters’ lives and fully explore the emotions and conflicts involved” (p. 12). I believed this was good advice. It would also allow me to further utilize the concept of creative embellishment in the writing of the dialogue. Because I had more information than I could possibly use in a two-act play, I knew economy and compression of information were going to be essential. 

Once I had a good idea of my plot structure and my principle characters, I was ready to write. Throughout the writing process, I would go back and listen to the audiotapes of the interviews with my participants. This was especially helpful when I wanted to make sure the dialogue and character was expressing the appropriate emotions from the original research participants. I would select direct quotes from the essential structure and from the transcripts that I felt would be appropriate to use as dialogue. 

I found two aspects of transforming my research participants’ quotes to dialogues most challenging: 1) uphold the integrity of my research participant’s initial quotes while, at the same time, having the characters talk to each other in natural dialogue; and 2) changing long quotes to short, active dialogue. The best way I found to overcome these challenges was input transition dialogue. For example, I would break up a long descriptive quote by one character by having other characters ask questions. The excerpt of dialogue from my play below shows how I used this concept to break up one of Gloria’s longer quotes.

GLORIA
Well, we finally had to move Mom into assisted living.

BARBARA
How is she doing?

GLORIA






A real dog—a cockapoo. We would have moved her lot sooner, but no place would take her dog, and she wouldn’t move without it.

CRYSTAL
Did she adapt to it pretty well?

GLORIA
She was pretty angry at first. She’d go to the nurse, “Where's Gloria? I need you to call her.” So, they’d call me, and I say, “Mom, how are you?” “Ah, it's you, thank God. You've got to rescue me! You’ve got to get me out of here.”

Another challenge I encountered was finding a way to incorporate the short scenarios I wrote from the individual meaning units in my phenomenology using creative embellishment. Most of these scenarios included short scenes between a carer and his or her loved one. These scenes were wonderfully evocative portrayals of the lifeworld of the carers. I believed the richness and realism of these scenarios would add depth, interest, and believability to the play. Several of these scenarios also portrayed the more humorous moments of caring. Adding these scenarios would bring needed comical relief to an otherwise sad and serious play. 

The problem, however, was that these short scenarios did not fit easily in the support group scenes, which was where I was illustrating the carers’ stories. First, I thought I could videotape these scenarios and show them between scene changes. This seemed like an effective way to incorporate them into the play without creating a need for additional characters to an already overburdened cast list. As I explored that possibility however, it seemed unfeasible both logistically and financially. Logistically, I would have to have a theatre with the appropriate set-up to show a video. Financially, there would be additional cost involved in finding actors and videographers to produce the scenes. I then thought about leaving them between scene changes, but having actors perform them on a selected area of the set. This, however, seemed to lengthen a play that was already too long. At this point, I spoke with a director who suggested I include the scenes as flashback during the support group scenes. This seemed the most logical approach, even though it would add additional secondary characters. As I was revising the play, I chose the scenes that illustrated the conversation in the support group and wrote the short scenarios in as flashbacks. 

Using Stage Direction in a Theatrical Playscript 
The only thing other than dialogue in a script should be stage directions (Smiley, 2005). Stage directions are written for the director and actors. They indicate suggested actions that will assist the director and actors in creating a work of art.(McLaughlin, 1997; Smiley, 2005) There are two types of stage directions: external and internal. 

External stage directions are those which describe an action or actions that take place between two lines of dialogue. They are literally outside the lines being spoken and are in addition to them. They always appear on the page as the units of action separated from what immediately precedes and follows. Internal stage directions are, as it were, interior to a speech, indicating how it should be spoken or describing an action that takes place while a line is spoken. That is, they describe only current action, inflection, or tone of voice. (McLaughlin, 1997, pp. 155-156)


Stage directions should be short and clear so they facilitate a vision of the playwright’s ideas in the minds of the director and actors (Clark, 2007; McLaughlin, 1997; Smiley, 2005). Information on formatting stage directions can be found in Appendix G.

Formatting the Play - Using Professional Manuscript Format
When writing a play, it is important to have a standardized formatting style for the script. Using a professional manuscript style is important if professional directors and actors will be involved in the production of the play. The script needs to be written in a format that would make it easy for the actors to use during rehearsals (Clark, 2007; McLaughlin, 1997; Smiley, 2005). McLaughlin explains:

That's why the standard format looks the way it does, with all the white spaces, and clear visual differentiation between lines of dialogue and stage directions, and character names spelled in capital letters. It's a practical format. (p. 141)

Standard script formatting includes information on how to write lines of dialogue and stage directions. I chose elements of style that commonly discussed and then remained faithful to that formatting style throughout the script. A list the formatting guidelines I used for my play is included in Appendix G.

Plot Revisions
I continued to revise my script for several months after finishing the first draft. The first complete draft was 120 pages long. That would have constituted a 3-hour play. To be feasible to produce, the play must run under 2 hours. The only way I could do that was to cut non-essential dialogue and combine, collapse or eliminate character. Although the play was cut, I made sure not to lose the critical elements of the essential structure of the phenomenology. As mentioned under the above section “Developing Characters,” I collapsed several characters throughout the revision process. Each time I collapsed or eliminated a character, I had to go back and completely revise the script—always finding a way to stay true to the data.

As part of the revision process, I gathered a group of people together to read the script out loud. This allowed me to hear the flow of dialogue and time the running length of the script. I listened and observed the dialogue as it was read, taking notes for possible dialogue revisions. This was essential to the revision process. Some of the dialogue did not flow well, and some did not seem natural in its delivery. I made revisions based on notes I took. I was able to remove about 15 minutes off the timing of the script. After several more revisions, I once again had a group read the script out loud to determine the effectiveness of previous changes and to see if additional changes were needed.

Final Draft of Plot Related to the Essential Structure
After seven revisions, the script was reduced to 87 pages—just barely fitting into a two-hour framework—and ready to move to the production stage. Table 3 below is a listing of all scenes in the two-act play. The left column gives a brief overview of each scene including the scene location, the characters involved in the scene and major activities in the scene. The right column lists the key constituents and sub-constituents of the essential structure presented in the scene. The key constituents included: (I) “The journey begins: The first stage of the carer’s journey.” (II) “Moving down the road of plaques and tangles: Middle stage dementia.” (III) “Letting go: End stage dementia.” (IV) “Looking back: A time to reflect.”  The entire playscript can be found in Appendix F.

Table 3. Distribution of phenomenological essential structure components in the play plot.
Act 1	Relationship to Phenomenology Essential Structure (Key Constituent/Sub-constituents)
Scene 1—Conference room. Caregiver Support Group members are at a conference where they will share their stories with the audience. They begin by introducing themselves.	Description of study participants/characters
Scene 2—Hospital emergency room. Kayla discovers mother is in coma—first signs of illness. Her brother Mark enters. Dr. Klein, the admitting doctor, talks to Kayla and Mark.	1. The Journey Begins. Sub-constituents: Discovering problems: Early disease symptoms
Scene 3—Intensive care hospital room. Kayla sees her mother for the first time since she came out of the coma. Her mother is delusional and doesn’t recognize her.	1. The Journey Begins. Sub-constituents: Discovering problems: Early disease symptoms
Scene 4—Dr. Klein’s office. Gloria Hanson and her mother, Mrs. Atkins, and Mark and Mrs. Andrews.	1. The Journey Begins. Sub-constituents: The journey for answers: A search for a diagnosisReceiving the diagnosis: The questions continueThe doctor, the patient and the carer mediator
Scene 5—Caregiver Support Group meeting and discussion.	1. The Journey Begins. Sub-constituents:Discovering problems: Early disease symptomsThe journey for answers: A search for a diagnosisReceiving the diagnosis: The questions continueThe doctor, the patient and the carer mediator
Scene 6—Nursing home. Mrs. Andrews is in the nursing home. Kayla comes to visit. Kayla runs into Jim, whose wife had just been moved to HOSPIC.	2. Moving Down the Road of Plaques and Tangles. Sub-constituents: Losing independence: Losing the personThe challenges of managing behaviour problemsSeeking support: Family, professional and communityFinding quality time: Accepting the person they are now3. End Stage Dementia. Sub-constituents: Letting them go: The death of a loved one4. Looking Back Sub-constituents: Making sense of emotions
Scene 7—Nursing home. Kayla finds her mother seizing and encounters difficulties trying to get a doctor to admit her to hospital emergency room.	1. The Journey Begins. Sub-constituents:The journey for answers: A search for a diagnosis The doctor, the patient and the carer mediator
Scene 8—Rehabilitation hospital room. Mrs. Andrews and Kayla build a positive relationship with a new neurologist.	1. The Journey Begins. Sub-constituents:The doctor, the patient and the carer mediator
Scene 9—Caregiver Support group meeting and discussion.	 2. Moving Down the Road of Plaques and Tangles. Sub-constituents:Losing independence: Losing the personLosing the ability to hold rational conversationsThe challenges of managing behaviour problemsSeeking support: Family, professional and community3. End Stage Dementia. Sub-constituents:Deciding on long-term careDeciding on where to place their loved one: Determining factorsTransitioning into long-term care4. Looking Back: Sub-constituents:Making sense of emotions
Scene 10—Administrator 1’s office. Kayla meets with nursing home administration 1 and finds out that the nursing home committed her mother to the state mental institution due to their inability to manage her behaviour problems.	2. Moving Down the Road of Plaques and Tangles. Sub-constituents:  Losing independence: Losing the personThe challenges of managing behaviour problems3. End Stage Dementia. Sub-constituents:  Deciding on where to place their loved one: Determining factorsTransitioning into long-term care
Scene 11—State mental institution admittance waiting room. Kayla waits with Mrs. Andrews at the state mental institution for her to be admitted.	2. Moving Down the Road of Plaques and Tangles. Sub-constituents:Losing independence: Losing the personThe challenges of managing behaviour problems4. Looking Back: Sub-constituents:Making sense of emotions
Scene 12—State mental institution visitation room. Kayla and Mark visit Mrs. Andrews at the state mental institution the day after her admittance. 	1. The Journey Begins. Sub-constituents:The doctor, the patient and the carer mediator2. Moving Down the Road of Plaques and Tangles. Sub-constituents:Losing independence: Losing the personSeeking support: Family, professional and community
Scene 13—Caregiver Support Group meeting and discussion.	1. The Journey Begins. Sub-constituents:The doctor, the patient and the carer mediator2. Moving Down the Road of Plaques and Tangles. Sub-constituents:  Seeking support: Family, professional and communityFinding quality time: Accepting the person they are now3. End Stage Dementia. Sub-constituents:Deciding on where to place their loved one: Determining factorsTransitioning into long-term care4. Looking Back. Sub-constituents:Making sense of emotionsLearnings
Scene 14—Nursing home resident’s room. Mark and Kayla are with Mrs. Andrews, who is in a semi-comatose state due to prolonged seizures.	1. The Journey Begins. Sub-constituents:The doctor, the patient and the carer mediator3. End Stage Dementia. Sub-constituents:  Letting them go: The death of a loved one4. Looking Back. Sub-constituents:Making sense of emotions
Act 2	Relationship to Phenomenology Essential Structure (Key Constituent/Sub-constituents)
Scene 1—Caregiver Support Group meeting and discussion.	3. End Stage Dementia. Sub-constituents:Deciding on long-term careDeciding on where to place their loved one: Determining factorsTransitioning into long-term careLetting them go: The death of a loved one
Scene 2—Nursing home resident’s room. Kayla visits Mrs. Andrews, who is exhibiting behaviour problems, and discovers that the nursing home is planning to have her mother removed from the facility.	2. Moving Down the Road of Plaques and Tangles. Sub-constituents:Losing independence: Losing the personThe challenges of managing behaviour problemsSeeking support: Family, professional and communityFinding quality time: Accepting the person they are now3. End Stage Dementia. Sub-constituentsDeciding on where to place their loved one: Determining factors
Scene 3—Caregiver Support Group meeting and discussion.	2. Moving Down the Road of Plaques and Tangles. Sub-constituents:Losing independence: Losing the personThe challenges of managing behaviour problemsSeeking support: Family, professional and community3. End Stage Dementia. Sub-constituents: Deciding on long-term care4. Looking Back. Sub-constituents:Making sense of emotions
Scene 4—Administrator 2’s office. Kayla meets with nursing home administrator 2. Knowing her mother is about to be removed from this facility, she comes prepared, stands up for her mother’s rights, which results in her mother staying in the facility.	2. Moving Down the Road of Plaques and Tangles. Sub-constituents: c) The challenges of managing behaviour problemsd) Seeking support: Family, professional and community 4. Looking Back. Sub-constituents:b) Learnings
Scene 5—Caregiver Support Group meeting and discussion.	2. Moving Down the Road of Plaques and Tangles: Middle Stage Dementia. Sub-constituents: Losing independence: Losing the personLosing the ability to hold rational conversationsThe challenges of managing behaviour problemsSeeking support: Family, professional and community Finding quality time: Accepting the person they are now3. End Stage Dementia. Sub-constituents: Deciding on long-term careTransitioning into long-term careLate stage dementia: Losing function4. Looking Back. Sub-constituents: Making sense of emotionLearnings
Scene 6—Two years later. Nursing home common area. Crystal visits her husband, Joseph who has recently been placed in a nursing home. Kayla and Mark visit their mother, Mrs. Andrews.	1. The Journey Begins. Sub-constituents: The doctor, the patient and the carer mediator2. Moving Down the Road of Plaques and Tangles. Sub-constituents s:Losing the ability to hold rational conversationsThe challenges of managing behaviour problemsSeeking support: Family, professional and community Finding quality time: Accepting the person they are now3. End Stage Dementia. Sub-constituents: Deciding on long-term careTransitioning into long-term careLate stage dementia: Losing function4. Looking Back. Sub-constituents: Making sense of emotionsLearnings
Scene 7—Three years later. Nursing home resident’s room. Kayla visits Mrs. Andrews, who is in full-body convulsions.	1. The Journey Begins. Sub-constituents: The doctor, the patient and the carer mediator3. End Stage Dementia. Sub-constituents: Late stage dementia: Losing function4. Looking Back. Sub-constituents t: Making sense of emotions
Scene 8—Hospital waiting room. Kayla and Mark discuss Mrs. Andrews’s prognosis with Dr. Reynolds.	3. End Stage Dementia. Sub-constituents: Letting them go: The death of a loved one4. Looking Back. Sub-constituents: Making sense of emotions
Scene 9—Hospital room. Kayla sits with Mrs. Andrews as she dies.	3. End Stage Dementia. Sub-constituents:Letting them go: The death of a loved one4. Looking Back. Sub-constituents: Making sense of emotions
Scene 10—Conference room. The caregiver support group is finishing their presentation by reflecting back on the whole experience of caring and sharing how they feel now and how they have changed.	4. Looking Back. Sub-constituents: Making sense of emotionsLearningsMaking a difference to others: Advice and feedback to family and professional carers

Conclusion
The goal of my study is to find a way to transform my phenomenological research study on people caring for loved ones with dementia to an evocative research-based theatrical script; produce it for an audience of healthcare professionals, students, and general public; and evaluate the impact of the production on audience empathy and understanding of the lifeworlds of people giving loving care to a person with dementia. After 8 solid months of work, the phenomenology-based script about people giving loving care to a person with dementia was completed. The completion of the script ended phase two of my research project. Phase two included a discussion on movements that led to the use of theatre as a tool to disseminate qualitative research; an overview of theatrical principles of playwriting; and a discussion on the steps I took to transform my phenomenological study to a research-based playscript. In the next chapter, I will discuss phase three of my study: producing and evaluating the stage production of my play.


CHAPTER FOUR: METHODOLOGY – PHASE THREE:  THE STAGE PRODUCTION

“Drama is far more than a literary art. An enactment is necessary for a play’s ultimate being.... Although a play exists as words on pages and can be read silently or aloud, it is meant to be consummated in a live production.” (Smiley, 2005, p. 252)
“For a playwright, collaboration is a given condition of theatrical creation.




My goals for Phase Three of my study were to produce my play before a live audience and gain insights into the emotional impact the play had on the audience. In the last chapter, I discussed Phase Two of my methodology: transforming my phenomenological study on people giving loving care to a person with dementia into a theatrical playscript. In this chapter, I will briefly discuss the steps I took to transform my script into a theatrical stage production. I will also discuss the evaluation instrument, audience demographics, and their reactions to the production.

Moving the Script to a Theatrical Stage Production
Although I had completed writing my playscript, “plays are written not to be read but performed on stage before an audience” (McLaughlin, 1997, p. 140). Moving a phenomenological study to a theatrical playscript is a critical step, but it was only one goal of my research. I also wanted to see if a phenomenology-based play could enhance empathy and understanding of the lifeworld of people giving loving care to a person with dementia. Therefore, it was necessary to produce the play before a live audience. When you bring directors, actors, and designers together with a playscript:

These people provide a drama with more immediacy, complexity, and impact than any other poetic composition can ever have. The artists of theatre, the playwright but one among them, can provide an unforgettable experience for other human beings. A theatre ensemble works best as an organic unit to produce a single art object, a drama. (Smiley, 2005, pp. 68-69) 


The steps I took to move the script to a theatrical production were much the same as if I was producing any stage play. These steps included: securing funding to produce the play, finding a director, holding auditions, casting the show, locating rehearsal and theatre space, hiring scenery and lighting designers, rehearsing and publicizing the play. From the time the playscript was finished to the day the play opened was approximately 3 months. These months were filled with hard work and determination by many dedicated artists. A detailed description of these steps can be found in Appendix H.

Developing an Evaluation Instrument
The purpose of the play, while entertaining, is to engage the audience at a deeply emotional level through the portrayal of real-life experiences of people who are caring or have cared for a loved one with dementia. By revealing the carers struggles and challenges, their fears and isolation, their sadness and grief, as well as the funny times and the precious moments they still have with their loved ones, I believed the play would evoke a deep sense of understanding of the lives of these carers. It was time to put my belief to the test. I needed to develop an evaluation instrument that would capture the emotions of the audience. I was certain I did not want to use a survey questionnaire asking the audience to rate the level at which they agree or disagree with a given statement about emotional qualities. To prepare a survey, I would have to determine the exact emotions I wanted to assess. I wanted to determine the specific emotions the audience experienced without biasing their response. Since the play was to be part of an education event, I turned to the education literature to see if they had a more neutral tool for assessing learning. 

In the education literature I found a tool referred to as a “one minute paper”  ADDIN EN.CITE (Angelo & Cross, 1993; Chizmar & Ostrosky, 1998; Harwood, 1996; Orr, Miller, Reed, Stavreva, & Jones, 2005; Smiley, 2005; Stead, 2005). Chizmar and Ostrosky (1998) define the one minute paper as:

A “modest, relatively simple and low-tech” innovation designed to obtain regular feedback from students. In the final minute or two of class, the teacher asks students to respond to the following two questions: 1. What is the most important thing you learned today? 2. What is the muddiest point still remaining at the conclusion of today’s class? (pp. 1-2)

Although these were not the questions I would use, I liked the simplistic and neutral approach of this assessment tool. I really wanted to ask the audience, “What are your immediate responses (e.g., thoughts or feelings) to the phenomenology-based theatre production: The Long Journey Home: Caring for a loved one with dementia? That became the first, and possibly the most telling, question for my one-minute evaluation tool. I included two other open-ended questions on the evaluation tool: 1. What does this play say to you about the patient/caregiver/physician relationship? 2. What about the play was most emotionally significant to you? I also asked for additional comments.

I also included demographic question so I could determine if the responses were from students, faculty, staff or members of the public. Student respondents were asked to note their disciplinary focus and year or level of education. Faculty and staff were asked to identify their department and school. All respondents were asked to indicate their gender and whether they were or had been an informal family carer. A blank evaluation form can be found in Appendix I.

Showtime: The Play Opens to the Public
The time had finally come to determine how the phenomenology-based script would play before an audience. As Downs and Wright (1998) point out, “Theatre is a performing art. It is the only form of writing that must work on the page and live on stage. The ultimate test of a play occurs when it goes in front of an audience” (p. 60). The time for that test was here. The play, titled “The Long Journey Home: Caring for a Loved One with Dementia,” opened to the public on June 5, 2009. It ran Friday and Saturday night for two consecutive weekends. During that time, nearly 400 people attended the production. The audience included: medical and graduate students; UTMB faculty and staff, including faculty and practicing healthcare professionals from the schools of Medicine, Nursing and Allied Health; local Alzheimer’s Association representatives, and a large number of community members, which included a large group of people who were caring for someone with dementia. At least four research participants also attended. The play was very well received. I will discuss the evaluation process and results in the next section.

Audience Demographics
Although it was estimated that nearly 400 people attended the four productions of the play, only 255 turned in an evaluation. Table 4 shows a general breakdown of audience demographics. Audience members may fall into more than one category.

Table 4. Audience demographics.




I chose to use a content analysis methodology to analyze the evaluation data. “Content analysis is a research technique for making replicable and valid inferences from texts (or other meaningful matter) to the contents of their use” (Krippendorff, 2004, p. 18). It utilizes “a set of procedures for collecting and organizing information in a standardized format that allows analysts to make inferences about the characteristics and meaning of written and other recorded material. Simple formats can be developed for summarizing information or counting the frequency of statements” (U.S. General Accounting Office-GAO, 1996). One of the benefits of content analysis is that it allows the researcher to organize and simplify large complex amounts of data into manageable and meaningful themes (Krippendorff, 2004; Patton, 1987; U.S. General Accounting Office-GAO, 1996), which makes it an appropriate method to analyze a large amount of evaluation data (Patton, 1987; Wholey, Hatry, & Newcomer, 2004).

Content analysis begins with the researcher determining the units of analysis or coding units  ADDIN EN.CITE (Cavanagh, 1997; Elo & Kyngas, 2008; Stemler, 2001; U.S. General Accounting Office-GAO, 1996). These units may be words, sentences, paragraphs, specific parts or the whole document being analyzed. Although sentence units are often used in prearranged material such as written responses to open-ended questions, theme units may be more effective since many responses to open-ended questions are longer than one sentence. 

Data analysis includes “open coding, creating categories and abstraction” (Elo & Kyngas, 2008, p. 109). It begins with reading and rereading all data to allowing full immersion to obtain a sense of the whole (Tesch, 1990). Discrete content elements or segments of data are then coded by labels that assign meaning to the identified themes. Data is usually interpreted through the researcher’s disciplinary background and experience (Wholey, et al., 2004). Related codes are then organized into categories of common content (Krippendorff, 2004; Patton, 2002). Categories are created and defined in order to improve understanding of the phenomenon being studied (Cavanagh, 1997). A category may be divided into sub-categories of different degrees of abstraction. Sub-categories may also be sorted into a larger category (Graneheim & Lundman, 2004; Hsieh & Shannon, 2005). Each category is then given a name based on the attributes of the content (Graneheim & Lundman, 2004). As categories are defined, each should be guided by the evaluation question (U.S. General Accounting Office-GAO, 1996).


Analysis of Evaluation Data
Using a content analysis methodology, I began by reading each evaluation. Evaluations were then sorted into three major categories: 1) students, 2) faculty and staff, and 3) public. Each of these categories was further subdivided by gender, associated school or program, and whether they were a professional and/or informal family carer. 

After all evaluations were sorted, each was read again and coded. Based on the complete readings, I chose to use the complete minute paper evaluation as the unit of analysis since many audience members who completed the evaluation continued their first response into the second and or third question. As I coded the data, I continually focused on two evaluation questions: What is the emotional impact of the play on individual audience members? Does the phenomenology-based, or lifeworld, theatre enhance empathy? These questions guided the coding and category development as I specifically looked for emotional elements in the data. After several revisions of the categories, four major categories related to empathy were identified. These categories were defined as cognitive empathy, affective empathy, shared empathy and projected/imagined empathy. Each of these terms will be discussed separately. I will start, however, with a general definition of empathy.

Definitions of Empathy
Definitions of empathy vary. Most, however, encompass three associated areas: “the sharing of another’s emotional state; the explicit understanding of another’s emotional state; and the prosocial behaviours that follow” (Dadds, et al., 2008, p. 112). Smith (2006) argues that empathy refers to “sensitivity to, and understanding of, the mental states of others” (p. 3). Eisenberg and Strayer (1987) define empathy as “an emotional response that stems from another's emotional state or condition and that is congruent with the other's emotional state or situation” (p. 5). Keen (2006) perceives empathy as “a vicarious, spontaneous sharing of affect, can be provoked by witnessing another’s emotional state, by hearing about another’s condition, or even by reading” (p. 208). After reviewing descriptions of empathy in the literature, Zillmann (1995) integrated them into the following definition: 

Empathy is defined as any experience that is a response (a) to information about circumstances presumed to cause acute emotions in another individual and/or (b) to the bodily, facial, paralinguistic, and linguistic expression of emotional experiences by another individual and/or (c) to another individual's actions that are presumed to be precipitated by acute emotional experiences, this response being (d) associated with an appreciable increase in excitation and (e) construed by respondents as feeling with or feeling for another individual. (p. 40)

Although there are multiple definitions of empathy, many of these discipline-based, there seems to be a general agreement that empathy includes both cognitive and affective functions that produce emotional understanding  ADDIN EN.CITE (Davis, 1996; Davis, Hull, Young, & Warren, 1987; N. Eisenberg & Strayer, 1987; Irving & Dickson, 2004; Keen, 2006; Larson & Yao, 2005; Model, 2002; Oswald, 1996; Preston & de Waal, 2003; Shamay-Tsoory, Aharon-Peretz, & Perry, 2009; A. Smith, 2006). There is also general agreement that empathy includes identification, and that the person empathizing is aware of his or her separateness from the object of empathy (Beres & Arlow, 1974).

Cognitive Empathy
The term cognitive empathy is frequently mentioned in the psychological and medical literature. In general, cognitive empathy includes the ability of the empathizer to recognize and understand the feeling of another person  ADDIN EN.CITE (N. Eisenberg & Strayer, 1987; Oswald, 1996; Shamay-Tsoory, et al., 2009), also referred to as perspective taking  ADDIN EN.CITE (Baron-Cohen & Wheelwright, 2004; Davis, 1996; De Waal, 2007; A. Smith, 2006). Eisenberg and Strayer (1987) purport that cognitive empathy is a precondition for other types of empathy, and that cognitive feeling may occur with feelings or apart from them. In other words, they believe that one must first understand what someone is feeling before they can feel it and respond to it. Although cognitive empathy may be seen as emotionally neutral, it can also be a tool leading to caring (N. Eisenberg & Strayer, 1987) and altruistic action (Oswald, 1996). 

Borrowing from these definitions, I used the term “cognitive empathy” to define the first category in my findings. There were 62 responses that fell into this category (23 student comments, 13 faculty and staff comments, and 26 public comments). Of these, 35 comments were made by females and 27 males. The following comments illustrate the type of responses in this category.

Medical Student Responses:
	I am amazed at how hard the caregiving journey really is. (Male)
	I didn't realize how difficult it is to take care of a loved one with dementia. (Male)
	I didn't really have any background knowledge on dementia or Alzheimer's, but this play really helped me understand just how important this disorder is. I may face this issue in my future and I now have an idea of what to expect. (Male)
	I feel more informed about the process of dementia/Alzheimer's & how painful it can be not just for the patient but also for his/her family. (Male)
	It helped me to understand the important role family has on the life on the patient. Sometimes nurses and doctors take a very cold position in regards to the patient and caregiver feelings. This play shows how important it is that the patient feels comfortable with his or her physician. (Female)
	This has opened my eyes and made me realize that we are all humans and go through rough times. This shows how we have to be to our family members. It was very emotional. This made me realize many things. (Female)

Faculty and Staff Responses:

	You need a lot of patience and understanding due to lack of options in the community and healthcare system. People cannot be treated without respect. (Female/Faculty/Physician)
	Doctors may be unethical and criminally liable. Hospitals and doctors are not well trained. Better training needed. (Male/Faculty/Physician)
	The professional caregivers are an abysmal lot. And the legal problems for the family were an eye opener. (Male/Faculty/Physician)
	Understanding of the ups and downs of care. The need of a support group. The need of medical training in advance. (Male/Faculty/Physician)
	Very informative. You have to stay on top of things. You must have patience. Gain knowledge about the disease. Alzheimer’s is rough. (Female/Staff)
	Made me aware how important kindness is. (Female/Staff)
	Those who suffer from dementia really are overworked. Many take this issue very lightly. The patient-caregiver relationship is really interesting. It is very emotional to see how they react with one another. (Male/Staff)

Public Responses:
	The problems are so great and help is so difficult to get. Emotions are high with the patient & family. Physicians are the key for the overall care. (Female)
	I realized I know nothing about this illness. This was very informative. (Female)
	Made me realize the need for education about emotional responses. (Male)
	I was amazed! You guys did a great job. I didn't know how hard it could get when you have a loved one with dementia or Alzheimer’s, it seems to be such a huge challenge to face, and getting ready and prepared is so important. (Male)
	Thank you for sharing so much info - I feel more informed and a great amount of empathy for two friends who are caregivers. (Male)
	The vignettes were very helpful in gaining understanding of the emotions involved. (Female/Professional-carer)
	Even though I've experienced some of this before, I still learned more to be able to share and help. (Female/Professional-carer)
	This is to the point in our healthcare system. The caregiver and patient need a system that better addresses the emotional and physical illness. The patient needs empathy, does not fully understand the “lingo” and is frightened. Our journey is a roller coaster. We need improvement and better communication to prevent suffering that is unnecessary. (Female/Professional-carer)

Affective Empathy
The term affective empathy or emotional empathy is also mentioned frequently in the psychological and medical literature. In general, the definition of affective or emotional empathy is a strong vicarious sharing of the emotions with another  ADDIN EN.CITE (N. Eisenberg & Miller, 1987; N. Eisenberg & Strayer, 1987; Oswald, 1996; A. Smith, 2006), which may appear as a abrupt rush of emotions (Davis, 1996; Oatley, 1999; Rankin, Kramer, & Miller, 2005). Although Eisenberg and Strayer (1987) indicated that cognitive empathy was a precondition for other types of empathy, Rankin and colleagues (2005) believe that cognitive understanding is not necessary to have an emotional response to someone in distress. Some researchers believe empathic emotional responses are more apt to lead to altruistic responding than other forms of empathic perspective taking (Hoffman, 1984; Staub, 1979). Miall and Kuiken (2002) also contend that emotional empathy leads to self-modifying behaviours in the empathizer.

 
Based on the above definitions, responses that fell into the second category of my findings, “affective empathy,” indicated emotional responses to the play. There were 52 responses in this category (22 student comments, 4 faculty and staff comments, and 26 public comments). Of these, 25 comments were made by females and 27 males. The following comments illustrate the type of responses in the category.

Medical Student Responses:
	I am angry at the lack of caring shown by many of the healthcare providers. (Male)
	I felt a sense of hurt for the patients. (Male)
	Scenes with elderly patients were emotionally touching. (Male)
	I was touched by getting to hear the profound resilience of the caregivers. (Male)
	I was really appalled at how poorly many of the medical staff treated patients and caregivers. As a future physician, I aim to always treat others with empathy and respect. (Female)
	I find the play heart wrenching and uplifting at the same time. I wonder how my immediate responses will grow as time passes because this production, I know, will have a very long lasting influence on me. (Female)
	It was an amazing and very touching production. I felt as though I was placed in this Kayla's position as she struggles to overcome her own dilemmas in caring for her mother, as well as those placed on her by certain neglectful institutions. This was a very emotional and enlightening experience. (Female)
	I thought it was an excellent, powerful play. It really drew me in and caused my heart to feel for anyone in a similar situation. (Female)
	I was very touched and couldn't help but imagine myself in the situation. What if I had to be a caregiver? What if I had to watch someone I loved die piece by piece? (Female)

Faculty and Staff Responses:
	The play stirred up a lot of feelings, but first I really felt angry about the callousness of the people in the healthcare system who were doing such a poor job. (Female/Faculty/Physician)
	Vicarious experience of the full range of emotion. The toll taken by the caregivers. (Male/Faculty/Health Professional)
	It touched my heart and I was glad to learn about the support group. (Female/Staff) 

Public Responses:
	Sadness for the family and caregivers. Frustration with the lack of medical help that Americans get. (Female)
	Most powerful scene in Act 1 was the Lord's Prayer “duet.” The emotionally significant parts were: The horror of over-worked, defensive medical staff, the crushing responsibility that falls upon caregivers, and the terror and existential pain of patients who are no longer empowered to make daily decisions. The play was acted with such sincerity, and it was the first moment when the audience gets teary-eyed. (Female)
	Call the American Medical Association and your attorney! Do not put up with this from doctors, hospitals or care facilities (Female)
	Anger toward hospital staff and doctors. (Female)
	I have a great and overwhelming sympathy for those who have to deal with these situations. Dementia seems to affect more than just the patient, but the families as well. I also have a new desire to educate myself regarding dementia and to support others. (Male)
	Sad and feeling sorry for the family members. (Male)
	It was hurting to know people are really treated. (Female/Family-carer)





Although the term “shared empathy” was not found in the literature, there is much written in the literary literature about empathy readers/audiences feel towards characters in novels/ films based on emotions from past memories  ADDIN EN.CITE (Andringa, 2004; Kuiken, Miall, & Sikora, 2004; Miall & Kuiken, 2002; Oatley, 1995, 1999). Miall and Kuiken (2002) claim that feelings aroused in the reader elicits memories that lead to the re-experiencing of feelings associated with those memories. “In remembered emotions, readers report that they find a similarity between the world of the text and a comparably scripted situation in memory” (Miall & Kuiken, 2002, p. 225). “They recognize a setting as something familiar; a character’s behaviour reminds them of something they have done; or a narrative event is reminiscent of a similar scene from another text” (Miall & Kuiken, 2002, p. 226). Such memories are often accompanied by emotions associated with the recalled events  ADDIN EN.CITE (Kuiken, et al., 2004; Oatley, 1995, 1999; Scheff, 1979). 

Borrowing on this information from the literary literature, I call the third category in my study “shared empathy” due to the memories and emotions recalled while watching the play. Some of the memories are distant while others are based on current events. These memories are shared with the characters and situations in the play. Fifty-six responses fell into this category (9 student comments, 6 faculty and staff comments, and 41 public comments). Of these, 43 comments were made by females and 13 males. I believe the larger number of respondents in this category is due to the fact that 27 of these respondents were previous or current family carers. This supports previous evaluation findings from a research-based theatre production on breast cancer survivors (Sinding, et al., 2006). Breast cancer survivors in the audiences commented that seeing other’s stories of other survivors helped them feel they were not alone. The following comments illustrate the type of responses in the category.

Medical Student Responses:
	Seeing the nurse tie the woman to the wheelchair was the most significant to me. My grandmother was in a home and it was disturbing to see that she may have been treated the same. (Male)
	Although my grandpa has dementia, he lives far away and I guess I never really thought about how extremely difficult it must be for him, my grandma, and my dad (his son). (Female)
	Extremely emotional since I myself have a grandmother at home who suffers from this dementia and I actually could feel what these characters were trying to convey. (Female)
	The play brought to mind all the experiences I've had with elderly people (grandmother, family members) who had similar conditions. It brought up a lot of old memories/feelings from those experiences. (Female)
	I actually had a loved one with the dementia so it evoked memories. (Female)

Faculty and Staff Responses:
	It made me remember my own journey with my mother-in-law. (Female/Faculty/Physician/Family-carer)
	I had been through this with my father and my husband's grandmother and I remember the frustration. (Female/Faculty/Physician/Family-carer)
	It was very touching and depicts all the emotion that I feel each day. (Female/Staff\ Family-carer)

Public Responses:
	The statement about missing rational conversations was very emotional. I miss talking to my grandfather. (Female/Professional-carer)
	Was touched emotionally by the stories told - was reminded of people I've cared for personally and professionally as a social worker. (Female/Professional-carer)
	Our family is not alone in dealing with my Dad's similar situation. I enjoyed the play a lot. Thank you for producing this play. We need more understanding physicians that will deal with families' feelings during the time of visits. (Female/Professional-carer)
	It hit home. My mother-in-law was a gentle soul if people could just see firsthand. I believe they would support this eye opening production. (Male/Professional-carer)
	This is a very moving production. It brings home the love and frustration involved in caring for a loved one. I wish I had seen this before my mother-in-law came down with Alzheimer's. (Female/Family-carer)
	Sadness, feelings of frustration, memories aroused of my sister who died last year. The support group member who cares for her daughter is based on my mother. Good translation of her interview, her experiences. (Female/Family-carer)
	What a vital production. I lost my father 3 yrs ago to dementia. Very exhausting. (Female/Family-carer)
	Hearing everyone's stories and how it relates to our family was very emotional. (Female/Family-carer)
	A true story and so emotional because we have lived thru such as this journey showed. (Female/Family-carer)
	Very on target. I can relate to the frustration and despair of the caregivers. I felt the anger at the lack of care and concern from the nursing homes and even the downright neglect and abuse. The caregivers really need more resources and informed doctors to realize the patient cannot care for or help themselves! My mom died 3 weeks ago of Alzheimer's. The pain is still very great. The characters really touched my heart. I feel that this type of play helps the caregivers express so many of their emotions and concerns and feel they are not alone. (Female/Family-carer)
	It really hit home for me as my father passed less than a month ago. He did not have Alzheimer's, but he had onset of dementia. I saw a lot of him in the play. It was a tough decision for me to come. I came to support someone. The patient is the most important person in this equation. His/her well being is what should be addressed. The caregiver is a special person (a special breed). She/he is the person who spends the most time with the patient. Physicians can make or break the situation. The loss of independence that the patient felt was significant to me as I had to deal with taking the keys from my father. He was the leader of the family, provider, and the one my mom totally depended upon. It was an emotional real life experience. (Female/Family-carer)
	I could relate to the various scenarios. I could feel the frustration of getting proper care/proper diagnosis. (Female/Family-carer)
	Relived the mother daughter relationship. (Female/Family-carer)
	Even though I lost my Dad this way, this play taught me a lot of things that I never knew happen to others. Helped me understand a lot more of what my mother went through and realize how truly blessed we were. It could have been so much worse with my Dad. (Female/Family-carer)
	Helped me gain perspective on what I went through in taking care of my mother, father and future in-law. I went through the caregiver role with my father, mother and father-in-law, helped me process so many experiences. (Female/Family-carer)
	As I watched I saw the faces of the many friends that I cared for over the years. I feel for the families who watch their loved ones fade. I am grateful to share in part. I wish the physicians and caregivers would remember to listen with the ear of their heart. When they can treat others as they want to be treated. Dignity! (Female/Family-carer)

(Also research participant)
	I felt that our story was finally being told. The joy, denial and heartbreak. My journey with my mom just ended 2 weeks ago after 7 years with Alzheimer's. It is a long journey and we need more people like you along for the trip. (Female/Family-carer)

Projected/Imagined Shared Empathy 
Although I was able to find information in the literature relating to the previous three categories, I could find almost nothing on the last one—“projected empathy.” While similar to shared empathy and the reflection on the audience’s personal life experience, this category seemed to embrace a stronger use of imagination. Here, the audience member imagined having similar experiences/feelings in the future. In a way, this may be tied to character identification—identifying with characters' goals and plans (Oatley, 1995, 1999), or sharing qualities, emotional experiences, or attitudes with a character (Andringa, 2004). Tan (1995) describes identification as the ability to “imagine what it is like to be the protagonist …to experience the very same emotion that the character is imagined to have” (p.24). It is possible identification causes an audience to project or imagine possible future events similar to the characters, but that is not discussed in the literature. In a neuroanatomical study of emotional and cognitive empathy however, Shamay-Tsoory and colleagues (2009) found that a part of the neural structure activated affective signals connected with the imagination of future outcomes.

Regardless of previous literature, projected/imagined empathy was observed in my study. Thirty responses fell into this category (8 student comments, 6 faculty comments and 16 public comments). Of these, 20 comments were made by females and 10 males. The following comments illustrate the type of responses in this category. 

Medical Student Responses:
	It really touched me because I thought about a loved one, particularly my dad, being one day diagnosed with Alzheimer's. We are really close, & it would devastate me. (Female)
	It was also really sad thinking about the possibility of this happening to me or a loved one. (Female)
	As a daughter of ageing parents anxiety and hopeful. (Female)
	I feel sorrow at the pain the disease brings to the family and patient because my grandmother is close to the same point in her life. (Male)
	This helps me realize how to expect some issues, and now I really appreciate geriatrics. (Male)
	It is scary to think this could happen to someone I love or even me. (Male)
	The play was poignant with profound meaning to how to act and care for my grandma. (Male)

Faculty and Staff Responses:
	I'm scared of what if I have to go on “The Long Journey.” (Female/Faculty/Physician)
	Started thinking about my mom who lives in another state who may be having early signs of dementia. With those thoughts came how will I be able to manage her since she is 86 and my dad is 87. Will I have to move back to Memphis or will I need to bring them here. (Female/Faculty)
	Made me think of my parents and myself and what I need to do now. Like appreciate the good times now. (Male/Faculty/Physician)

Public Responses:
	I am scared of what's to come with my family and myself. (Female)
	It was emotionally difficult because you put yourself in those situations and think, what if? (Female)
	I pray I do not get dementia and put me through this! (Female)
	Dread it happening to my loved ones. (Female)
	I learned a lot of things I have not really been faced with. I hope I will not need to face dementia in my lifetime. I think it is the worst disease ever. (Male)
	It was so true - it shows me what is to come. And it's given me strength. (Female/Family-carer)
	Scary about what is ahead for me. Yet helpful. (Female/Family-carer)
	What may eventually happen to my mother? How helpless this would make me feel. Emotionally draining. (Female/Family-carer)




Of the 255 audience evaluations, 252 had comments that fell into one of the above categories indicating signs of empathy and understanding. Two of the evaluations just had statements about how the audience member “enjoyed” or “liked” the play. Only one viewed the play negatively: “This depressing and negative play doesn't seem to educate but portrays the worst possible scenarios and how to deal in anger with no win situations.” This however was countered by 16 positive comments about the appropriateness and effectiveness of the play as a teaching tool for healthcare professionals, students and nursing home staff. As one graduate student stated, “It is an excellent teaching resource. Everything related to Alzheimer's and dementia was touched in some way on the play and healthcare professionals should see it.”









CHAPTER FIVE: DISCUSSION AND CONCLUSION

Introduction
In the final chapter I return to the aims of my study. There were three primary aims:

	To gain insights into the phenomenon of giving loving care to a person with dementia by conducting a phenomenological study utilizing a blended approach of descriptive phenomenology and heuristic research methodologies.

	To explain the process of transforming the phenomenological study to an evocative theatrical playscript using well-established theatre theory and playwriting principles while remaining true to the integrity of the phenomenological study.

	To expand our understanding and describe the impact of an evocative theatrical production, based on a phenomenological study of people giving loving care to a person with dementia, on an audience comprised of physicians, medical students, other healthcare professionals, informal carers and community members.

The goal was to find a way to transform my phenomenological research study on giving loving care to a person with dementia to an evocative phenomenology-based theatrical script; produce it for an audience of healthcare professionals, students, and general public; and evaluate the impact of the production on audience empathy and understanding of the lifeworlds of people giving loving care to with dementia. To reach that goal, I completed three phases:

1.	Phase One:
	Utilizing descriptive phenomenology and heuristic research methodologies, gain insight into the phenomenon of caring for a person with dementia from the perspective of family carers through in-depth interviews with carers.

2.	Phase Two:
	Using the findings from Phase One and basic theatrical principles, develop a theatrical playscript about the lives and experiences of family carers for persons with dementia.

3.	Phase Three:
	Prepare to produce the play as live theatre.
	Produce the play before an audience comprised of healthcare professionals including physicians and medical students, informal carers and community members.
	Explore the emotional impact of the play on individual audience members through a short reflective writing exercise.

Each of these three phases was described in previous chapters. In Chapter One, I explained how my personal and professional background and my passions for working with both carers and theatre inspired me to undertake the study. I presented literature that outlined the problems of declining empathy in medical students, the specific need for empathy in the physician/patient/carer relationship, and dissemination of qualitative research through theatre. To support my use of theatre as a dissemination tool for phenomenological data, I explained the relationship between theatre and phenomenology in regards to lifeworld, aesthetics, embodiment and fusion of horizons. I then provided the aims of my study and an overview of a three-phase process I would use to accomplish my aims.

In Chapter Two, I discussed the scientific aspects used in Phase One of my phenomenological study on people giving loving care to a person with dementia. I gave an overview of the philosophical and methodological underpinnings of the two phenomenology methods (descriptive phenomenology and heuristic research) that were used to develop my blended methodology. I explained why I chose these methodologies, the strengths they brought, and how I blended them to form the methodological procedures I used in this study. Descriptive phenomenology allowed me to find the “bare-bones” structure of the phenomenon, which offered a structure to begin the development of a plot for a theatrical playscript in the second phase of my study. Heuristic inquiry, with an empathic approach, provided the richness of description and wholeness of characters needed to fill in the plot and give a sense of wholeness to the play.

In Chapter Three I provided a detailed description of the steps I took in Phase Two to transform the data from a phenomenological study about people giving loving care to a person with dementia into theatrical playscript. I offered an overview of theatre theory and playwriting literature including the following elements of a script: plot, story, characters and dialogue. I discussed movements that led to the use of theatre as a tool to disseminate qualitative research and a discussion on the steps I took to transform my phenomenological study to a phenomenology-based playscript. I provided a copy of the completed script in Appendix F of this study.

In Chapter Four I explained how I moved the playscript to production by bringing in a director, stage manager, actors and designers in order to perform it before an audience of healthcare professionals, students, and community members. I explained how I developed an evaluation instrument by modifying a proven educational tool, administered it and analyzed the data using content analysis methodology. I then discussed the impact of the production on audience empathy and understanding of the lifeworlds of people giving loving care to a person with dementia. Four predominant themes revolving around audience emotions were identified: cognitive empathy, affective empathy, shared empathy and projected/imagined empathy. Evaluation data clearly shows the emotional effect of a realistic phenomenology-based play and the emotional connection to empathy. The audience also overwhelmingly saw the production as realistic. This was confirmed by both healthcare professionals and carers involved with dementia care. 

In this final chapter I will reflect on the process of my study, the strengths and limitations of the study. I will conclude with a discussion on how my research contributes to knowledge, moves the field of phenomenology and arts-based research forward, and future directions this study might take.

Reflection on the Process of my Study
As I stated in Chapter One, I always wanted to merge the artistic side of my nature in my research, combine my passion for working with dementia carers and my background in theatre, move beyond the work in ethnodrama to discover a useful and evocative way to display phenomenology research in a theatrical playscript in order to find new and more effective ways to promote affective empathy through medical education. Taking on these tasks led me on a complex and challenging research journey; moving beyond my comfort zones. It required extensive reading of the literature in multiple disciplines including theatre, medicine, psychology, phenomenology and arts-informed research methodologies. In the end, I was able to reach my aims: developing a phenomenology-based theatrical script, producing it before an audience and gaining insights into the emotional impact the play had on a varied audience.

Due to the complexity of this project, I will reflect on each phase of my research project. Each phase had unique demands and challenges that needed to be managed before I was able to move into the subsequent phase.

Phase One
	Utilizing descriptive phenomenology and heuristic research methodologies, gain insight into the phenomenon of caring for a person with dementia from the perspective of family carers through in-depth interviews with carers.

The first challenge I faced during Phase One had to do with time constraints. I needed to do a complete phenomenological study including collecting data, analyzing data and writing up the phenomenology. Then I needed to write a full-length play, produce the play and analyze evaluation data. Early in the process, I was encouraged to write only short scenarios from the data, which I strongly opposed. I believed this approach would not add value to theory. Although the scenarios would be based on phenomenological data, the path of dissemination too closely resembled much of the work done in ethnodramas and research-based theatre where short scenarios display one ethnographic element of the story at a time (Gray et al., 2000; Gray & Sinding, 2002; Mitchell, 2006). I would lose the “wholeness” of the research participants’ stories (Douglass & Moustakas, 1985); something I strongly valued. Instead of rich, well-rounded characters, the characters would be flat and lacking realism. I chose to fight time and keep my original goal of developing a representational, realistic genre and pushed forward to create a full-length play. As I look back, I know I made the right choice.

Collecting data from ten carers was perhaps the easiest part of my research project. The director of Libbie’s Place Adult Day Care in Galveston, Texas assisted me in finding participants and offered a location to interview them. Although I previously used heuristic research as a method (Morey, 2000), this time I was more aware of the interactions between myself and my participants. I realized that this type of interviewing, where researchers share their own story, requires skill. There are no formal guidelines on how to conduct a heuristic or participative interview; “rather, it is flexible and continually guided by the ongoing interaction within the interview context” (Ellis, 2008, p. 444). You do not just jump in with your story, you listen carefully. If my participants offered only surface information and I probed, but still received little depth of detail, I would share a part of my story that perhaps had a connection to theirs. I found that often my participants would use my story as a way to reflect on and explore their experience with more depth. You listen not only for these connections or parallels of stories, you listen for differences. Differences also allow the participants to reflect on their story in different ways. You listen for pauses, when participants seem to lose direction. You don’t rush in, you learn to sense when they are unable to think of what to say next, and perhaps you share your own story. You listen for times when conversation is difficult or emotions are overwhelming. You become in tune with the participant and stories allow for two-way empathy and understanding. 

You build trust and you learn the art of heuristic interviewing as you go along. You realize the power of sharing. You hear stories that participants may not have shared with someone who had not lived through the experience. Although you know, as researcher, you have the ultimate power over what happens with that interview (Kvale & Brinkmann, 2008), there are times during the interview when you feel you are almost on equal ground with your participants; forgetting who is the researcher and who is the researched. Looking back at the interviews now that the project is complete, I realize that similar phenomenon took place with the audience of my lifeworld theatre production. Hearing a story evoked meaning in the person listening, allowing them “to both recall and re-examine their own experiences of the phenomenon” (Norris, 2008, p. 234). The researcher and researched were able to experience both shared and imagined empathy. Audience members who had a similar experience with caring reflected on their life. Some of the memories and emotions recalled were similar and some were different, but all were sparked by hearing someone else’s story. I am convinced in the power of heuristic participative interviewing—simply because power is lost in the sharing. I would disagree with Giorgi (2010) that being both researcher and researched “confounds the data” (p. 15). Although Abell and colleagues (2006) caution researchers that self-disclosure may exemplify the differences between researcher and respondents such as age, gender, social class, race, religion and education, my experience with participative interviews reinforces Ellis’ (2008) assertions.

Where one person’s disclosures and self-probing invite another’s disclosures and self–probing, where an increasingly intimate and trusting context makes it possible for a person to reveal more of himself or herself and to probe deeper into another’s feelings and thoughts, where listening to and asking questions about another person’s plight leads to greater understanding of one’s own plight and where the examination and comparison of experiences offer new insights into both lives. (p. 444)

Having a basic understanding of theatrical principles before beginning my research significantly facilitated many steps in Phase One. Knowing I would be developing characters, I was alert to many nuances of the participants that might help build characters: how they moved, the qualities of their voices, the way their faces changed as they told their stories, when they paused, and when they cried. Understanding that interviews are “whole-body/whole-context events” (Wengraf, 2001, p. 48), I had always been aware of nonverbal communication during an interview, but my sensitivity was heightened knowing that each participant could metamorphose into a character in the play. The words my participant spoke could become dialogue and the way they delivered their words would need to live through actors. Understanding the movement of plot in a theatrical production also helped me format my interview in a story-like fashion; moving in time from the beginning of their carer’s journey and progressing through time to their current situation as a carer.

Prior knowledge of theatrical principles also assisted my data analysis. It allowed me to explore Giorgi and Giorgi’s (2003) transformation of meaning units from a different perspective—a theatrical perspective where good drama builds a chain of actions and reactions (Hatcher, 1966). I transformed meaning units that displayed natural emotions, natural dialogue and plot structure, as well as encapsulating the participant’s experience into short vignette scripts utilizing a format I developed called “creative embellishment.” I found that transforming meaning units through creative embellishment allowed me to better get in touch with my research participants’ emotions and have a more thorough understanding of the context surrounding their experiences.

Knowing that my data would be disseminated through a theatrical production also guided my final organization of my key constituents and sub-constituents in my essential structure. I found several ways to organize the data, but understanding the dramatic principle of continuity of time and place kept me focused on a structure that had forward movement. I was able to organize the key constituents into a structure that took the carer’s journey through a beginning, middle and end simulating the format of a play’s plot. By doing that, I was able to smoothly transition between the phenomenology essential structure to a dramatic plot.

Phase Two
	Using the findings from Phase One and basic theatrical principles, develop a theatrical playscript about the lives and experiences of family carers for persons with dementia.

With hundreds of pages of raw data and themes that spanned an expansive time frame, it seemed overwhelming to imagine I could condense the information into a two-hour play and still remain true to my participants’ stories and words. I originally wanted to know the complete story of caring, but now I was questioning my original strategy. It is difficult to determine whether it is better to begin by focusing on plot or character. Overall, I agree with McLaughlin (1997) that a playwright needs to have a basic concept of the plot and characters before they begin to write, and that it is particularly helpful to know who the main character will be so the conflicts and actions of the plot can be planned around him or her. 

As I mentioned in Phase Two, knowing that the data would be disseminated through theatre had already put me ahead in Phase Three. Organizing the essential structure through the concept of dramatic movement in time already gave me an outline of the movement in the play’s plot as it moved through the four key constituents of the phenomenology. Organizing the interview to follow a time line gave me detailed information on each participant’s back story—information about their life before the point when the play starts. This information about important situations and relationships with their loved one prior to the dementia diagnosis assisted me in developing character analyses and to give richness and depth to the characters. A playscript usually starts “on the last chapter of a much longer tale” (McLaughlin, 1997, p. 118). Once I made the decisions as to who would be the central character, the location of scenes, the point the play begins, and how it would end, I borrowed the concept of the hermeneutic circle from the phenomenological literature to develop a framework for writing the play. I continually moved in a circular fashion between part and whole; between the essential structure and the individual transcripts of my participants. I was able to utilize 18 of the scenarios I developed in the transformation of meaning units as short scenes or sub-scenes in the play. Much of the dialogue is direct quotes from the transcripts. Moving from Phase One through Phase Two felt similar to moving sand through an hourglass. I started with a large amount of raw data, funnelled into the essential structure, and then moved it back out as I used raw data to fill in the essential structure in developing the script. 

Perhaps the most complicated part of Phase Two was determining which data to use in the script and which to leave out. By the time I had completed the phenomenology, I had grown close to all of my participants and their data. It helped to continually focus on Saldaña’s (2005) quote, “An Ethnodrama is the data corpus—with all the boring parts taken out” (p. 16). After multiple revisions and continual paring down of the dialogue/data and collapsing and combining characters, I was able to produce a script with a two-hour running time. Now that the play is over, I realize it still could have been cut, but that will be a future endeavour.

With the completion of Phase Two, the first part of my research goal had been met. I described the process I used to transform a phenomenological research study on people As I mentioned in Phase Two, knowing that the data would be disseminated through theatre had already put me ahead in Phase Three. Organizing the essential structure through the concept of dramatic movement in time already gave me an outline of the movement in the play’s plot as it moved through the four key constituents of the phenomenology. Organizing the interview to follow a time line gave me detailed information on each participant’s back story—information about their life before the point when the play starts. This information about important situations and relationships with their loved one prior to the dementia diagnosis assisted me in developing character analyses and to give richness and depth to the characters. A playscript usually starts “on the last chapter of a much longer tale” (McLaughlin, 1997, p. 118). Once I made the decisions as to who would be the central character, the location of scenes, the point the play begins, and how it would end, I borrowed the concept of the hermeneutic circle from the phenomenological literature to develop a framework for writing the play. I continually moved in a circular fashion between part and whole; between the essential structure and the individual transcripts of my participants. I was able to utilize 18 of the scenarios I developed in the transformation of meaning units as short scenes or sub-scenes in the play. Much of the dialogue is direct quotes from the transcripts. Moving from Phase One through Phase Two felt similar to moving sand through an hourglass. I started with a large amount of raw data, funnelled into the essential structure, and then moved it back out as I used raw data to fill in the essential structure in developing the script. 

Perhaps the most complicated part of Phase Two was determining which data to use in the script and which to leave out. By the time I had completed the phenomenology, I had grown close to all of my participants and their data. It helped to continually focus on Saldaña’s (2005) quote, “An Ethnodrama is the data corpus—with all the boring parts taken out” (p. 16). After multiple revisions and continual paring down of the dialogue/data and collapsing and combining characters, I was able to produce a script with a two-hour running time. Now that the play is over, I realize it still could have been cut, but that will be a future endeavour.

With the completion of Phase Two, the first part of my research goal had been met. I described the process I used to transform a phenomenological research study on people caring for loved ones with dementia to an evocative phenomenology-based theatrical script. Theatre theory guided my phenomenological study and phenomenology practices facilitated the writing of my playscript. I was ready to produce the play before a live audience.

Phase Three
	Prepare to produce the play as live theatre.
	Produce the play before an audience comprised of healthcare professionals including physicians and medical students, informal carers and community members.
	Explore the emotional impact of the play on individual audience members through a short reflective writing exercise.

After completing Phase Two, I felt like much pressure had been lifted from me, but in Phase Three, I encountered new challenges and stressors. In my timeline, I had not planned for a devastating hurricane (hurricane Ike) to destroy all theatres in the area where the play was to be produced. Plans had to be altered and timeframes slipped back. There were several other challenges during the production stage. The director and actors had not previously worked with a research-based production. We had to negotiate their desire for making the play a strictly dramatic production and my need for remaining true to the data. These differences in goal are addressed by Saldaña (2005). He stresses the importance of reconciling these differences for the sake of the craft in order to produce a performance that is “aesthetically sound, intellectually rich, and emotionally evocative” (p. 14). Several times I had to insist that dialogue not change in order to remain true to the participants’ words. We did, however negotiate minor cuts or shifts in dialogue that did not change the original context. When delivery of lines was in question, the director usually turned to me to help actors understand the best and most accurate delivery. By working closely with the director and actors, we were able to bring out the lifeworlds of my participants with great strength and accuracy.

I met my last research aim with the completion of Phase Three: an evocative phenomenology-based theatrical script was produced before an audience of healthcare professionals, students, and general public and evaluated to determine its impact on audience empathy and understanding of the lifeworlds of people caring for loved ones with dementia. Responses to open-ended questions proved audience understanding of caring for someone with dementia increased, especially for medical students. Findings also indicated both cognitive and affective empathy was incited. One surprise finding was the numerous family carers who indicated that watching the play helped them process their own experiences. Although there is not an agreement as to whether cognitive understanding precedes affective empathy, there is agreement that empathy involves both. To answer my primary research aim or question, there is no doubt that phenomenology-based lifeworld theatre can make a difference in the education of medical students in regards to empathy towards patients.

Strengths of the Study
Although discussions on ethnographic-based theatre mention aspects of phenomenology such as lifeworld (Denzin, 2003; Saldaña, 2008), there is very little written specifically on the use of phenomenological data as the basis for writing a research-based theatrical script. There is also little written on the process of transforming data to script. This study does both.  It also emphasizes the importance of the researcher having a basic understanding of theatrical principles before choosing theatre as a dissemination tool. Researchers emphasize the importance of collaborating with artists so they can assist in making the transformation (Gray & Sinding, 2002; Gray, et al., 2000; Knotos & Naglie, 2006; Mitchell, 2006; Rossiter, et al., 2008). If these researchers are unfamiliar with theatre principles, I question whether they would know if the data was transformed into the best form and genre to meet the needs of the data and the audience. A researcher should understand the differences between representational and presentational forms. Each is used for different purposes and goals. These goals need to match the goals of the researcher. I also believe researchers who intend to disseminate their data through theatre would be able to make the most appropriate methodological decisions concerning collecting and analyzing their data. Knowing this in advance can greatly facilitate the transformation of the data to a script.

This study offers a comprehensive description of how to transform phenomenological research to an evocative theatrical script. It explains how having a basic understanding of theatrical principles can assist a researcher in all stages of their research process. Fundamental theatre principles discussed in this study will give the readers an understanding of how to consider and apply them in their design. Even if the researcher chooses to have professional theatre artists assist in the transformation of data to script, this basic understanding will assist them in making the most informed decisions with the artists. By taking the process from the conception of the project through the production and evaluation of the resulting play, researchers will be able to follow the process when designing their own phenomenology-informed research–based theatre projects. 

Another strength of this study lies in the evaluation of the staged performance. There seems to be no evidence in the literature that researchers have disseminated their research findings through full-length realistic-representational, story-based plays. Therefore, little is known about how an audience perceives or makes meaning of watching a realistic, evocative, phenomenology-based production, especially a full-length play. The few studies that mentioned audience evaluations were usually used in conjunction with shorter, presentational ethnodrama or research-based theatre formats (Gray & Sinding, 2002; Gray, et al., 2000; Knotos & Naglie, 2006; Mitchell, et al., 2006; Rossiter, et al., 2008), non-theatrical research-informed productions  ADDIN EN.CITE (Rosenbaum, et al., 2005; Shapiro & Hunt, 2003), or fictional theatrical productions (Deloney & Graham, 2003; Lorenz, Steckart, & Rosenfeld, 2004). Most of the studies that focus specifically on medical student audiences have been non-theatrical research-informed productions  ADDIN EN.CITE (Rosenbaum, et al., 2005; Shapiro & Hunt, 2003) or fictional theatrical productions (Deloney & Graham, 2003; Lorenz, et al., 2004). This study presents qualitative findings from a full-length realistic play with the inclusion of medical students. It also discusses various types of empathic understanding expressed by audience members.

Limitations of the Study
There were also several limitations in each of the three phases of this study:

	I used both heuristic and descriptive phenomenology methodologies in Phase One. In Phase Two, I heavily utilized both methodologies in the transformation of my data. Therefore, researchers not using heuristic research in their study may need to modify the playwriting methodologies I presented in Phase Three, since my own story was strategic in organizing the plot structure in the play. Specifically they will need to determine how to choose a principal character,  or whether to even have a principal character (protagonist).

	Another limitation of the study was that only a limited number of students attended the play and limited evaluation data was collected. Since the play was postponed because of hurricane Ike, the production was pushed into the summer timeframe. Most of the third and fourth year medical students had been reassigned to medical schools across Texas since local facilities were destroyed by the storm, and many of the nursing and allied health students were on summer vacation and not available to attend the play. Most of the students that attended the play were first year medical students attending a special summer project. Therefore, little data has been collected on upper level medical students—the time when empathy has been observed to decrease.

	Hurricane Ike also disrupted the lives of my research participants. Many had originally indicated the desire to participate in preproduction activities and rehearsals, however only three attended the play. Many of the participants moved away from the area due to damaged homes, and I was unable to locate them.

	Another limitation is that the evaluation was conducted at one point in time—immediately after viewing the play. Although the play greatly enhanced students’ empathy and understanding at that time, there is no longitudinal data to determine if this empathy will continue over the duration of their medical education and into their practice.

	The timing of the play was also a limitation. The play was not over until after 10:00 pm. A large part of the audience was older individuals. Therefore, only about half of the audience remained to complete the reflective evaluation and most did not want to stay for the intended post-performance discussion. Although the audience did spend about 15 minutes completing the evaluation, I believe the discussions would have enriched the findings.

Contributions to Theory/Practice
My study makes contributions to both scientific and communicative concerns of research. One general contribution is putting forward a way to use theatrical principles in both the scientific and in communicative concerns of research. Dramatic principles can assist researchers in:

	Matching the research methodology goals to the appropriate theatrical production style, form, and genre.
	Determining how to best focus the research design and data collection strategies to facilitate the transformation of data to playscript.
	Facilitating the transformation of data to playscript.
	Working with theatrical artists including directors and actors.
	Assessing the impact of lifeworld theatre on audience empathy.

Other contributions come from the completion of each of my research aims. Two contributions come from my first aim: To gain insights into the phenomenon of giving loving care to a person with dementia by conducting a phenomenological study utilizing a blended approach of descriptive phenomenology and heuristic research methodologies.

1.	The first of these contributions, against Giorgi’s (2010) affirmation that combining two phenomenological methods reduces rigor, is a successful blended phenomenological approach I used to conduct this study.  By blending descriptive phenomenology and heuristic research, I was able to capture both the intuitive elements (the essential structure of the phenomenon) and empathic or expressive elements (the subjective feelings and meaning given to the phenomenon) of the phenomenon  ADDIN EN.CITE (Willis, 2004, 2008b).  Steps taken in this blended approach are clearly described so other researchers may examine my work or use the approach in their own research practice. 

2.	The second contribution, within the scientific domain, is the use of creative embellishment in phenomenological analysis. This expands Giorgi and Giorgi’s (2003) descriptive phenomenology methodology by augmenting their strategy for transforming meaning units into psychologically sensitive expressions. Giorgi and Giorgi (2003) state that the focus of this step should come from a disciplinary perspective. As far as I know, transforming meaning units from a dramatic perspective—what I call creative embellishment—had not previously been done. By offering a simple theatrical-based formula, creative embellishment can also assist educators in developing educational vignettes from research data. 

One major contribution evolved from the second aim of my study: To explain the process of transforming the phenomenological study to an evocative theatrical playscript using well-established theatre theory and playwriting principles while remaining true to the integrity of the phenomenological study.

1.	There is little written in the literature on arts-based research on how to move data into a playscript. This study offers a detailed description of one way researchers can transform phenomenological data to an evocative, realistic-representational theatrical playscript. Lifeworld theatre, as I call it, differs from most research-informed theatre styles discussed in the literature (Gray & Sinding, 2002; Gray, et al., 2000; Knotos & Naglie, 2006; Mienczakowski, 1995; Mitchell, et al., 2006; Rossiter, et al., 2008) and adds a new category to Rossitter et al.’s (2008) four types of theatrical approaches used in theatre-based research. Their list includes: (1) non-theatrical performances, (2) interactive or non-interactive ethnodramas, (3) theatrical research-based performances, and (4) fictional theatrical performances. Lifeworld theatre is based on phenomenological data. It offers a realistic, representational, embodied form of theatre that maintains the wholeness of the phenomenon and the participants’ stories. Lifeworld theatre differs from both the ethnodramas and theatrical research-based performances mentioned above by equally valuing the verisimilitude of the data and the artistic theatrical representation of the data believing that one need not be lost or dominate the other. In fact, each informs and enriches the other. Lifeworld theatre is an effective and evocative way to represent the richness of the lifeworlds we study especially when the research itself has a highly emotional quality. 

Two contributions come from the third aim of my study: To expand our understanding and describe the impact of an evocative theatrical production, based on a phenomenological study of people giving loving care to a person with dementia, on an audience comprised of physicians, medical students, other healthcare professionals, informal carers and community members.

1.	This study offers a deeper and more detailed look at the different types of empathy experienced by an audience after viewing a research-informed theatrical production. Four levels of audience empathy were identified after watching a phenomenology-based theatre production. Up to this point, there had been little identification of empathic understanding elicited through research-informed theatre. These findings add to our depth of understanding of the different ways theatre relates to empathic understanding.





This study lends itself to future endeavours in both research and practice.

	As Rossiter and colleagues (2008) have already mentioned, there is little longitudinal evaluation data on the impact of research-informed theatre. Researchers need to plan ways to determine the impact of empathic understanding longitudinally. Do students who indicated signs of empathy after seeing a research-informed play carry those empathic feelings toward patients into later years of their education and then into their professional career? Conducting this type of evaluation will take planning and coordination with leadership in the medical education program. 

	Lifeworld theatre productions such as “The Long Journey Home” need to be offered to upper level medical students during the time that empathy appears to drop to assess the impact of an evocative research-based play on these students. It should be compared to evaluation data from first-year medical students to see if similar findings are encountered.

	Researchers need to consider the use of full-length, phenomenology-based lifeworld theatre productions to disseminate data on other patient-related issues and diseases. They may want to consider collaborating with the humanities departments in their universities. Lifeworld stories are important topics for both healthcare professionals and the public involved in these issues. For healthcare professionals and students, lifeworld theatre offers an opportunity for empathic understanding and affective learning. For the public involved in these issues, it offers an opportunity to process and better understand their own life stories, as observed in my evaluation data. 

	Since lifeworld theatre has the potential to positively impact empathic understanding and patient-care, there also needs to be financial commitments to help fund and support such projects. Without financial funding, I would not have been able to fund my lifeworld theatre project due to high production costs. Researchers need to perform cost-benefit analyses to support their need for funding. Researchers also need to consider ways to reduce the costs of such endeavours. One possible way to reduce the costs would be to have students perform as actors. This could have multiple benefits. Not only would it cut down the costs of a production, studies have indicated that acting skills have increased students’ empathy and understanding of patient issues  ADDIN EN.CITE (Case & Brauner, 2010; Eisenberg, Rosenthal, & White, 2009; Larson & Yao, 2005; Persaud, 2005).

	Most importantly, lifeworld theatre needs to be incorporated into medical education since it appears to be an effective tool in teaching the affective components of patient-care. Lifeworld theatre complements the already heavily-weighted scientific aspects of medical education—allowing both the art and science of doctoring to interact in the formational training of humanistic physicians. The benefits of lifeworld theatre are that it is entertaining and only takes a few hours of students’ time, but may give back years of empathic understanding in the students’ medical careers.

	One future endeavour for me personally is to produce my lifeworld phenomenology-based play again. Before doing this, I intend to revise the script and try to get it down to no more than a 90 minute playing time. It would be offered to a similar audience group, but at an earlier time frame to allow for a post-show discussion. An agreement concerning the post- show discussion will be made with the actors prior to them agreeing to be in the play. I would also like to have a commitment from the faculty of second-, third- and fourth-year students indicating their support in having students attend the production. This would allow for collection of more varied evaluation data.

Conclusion
Patients depend on physicians for not only their medical needs but also for their emotional, social and spiritual ones (Sanghavi, 2006). High-quality physicians are able to master the science and art of doctoring including professionalism, integrity, humanism and compassion. Although professional medical organizations agree on the need to train and assess medical students, residents, and fellows on their professionalism and humanistic knowledge and empathic skills (AAMC, 1999; ACGME, 2001; LCME, 2004), medical student empathy continues to decline during medical school  ADDIN EN.CITE (Hojat, et al., 2004; Shooter, 2002; Spencer, 2004) and patients still believe human compassion is lacking in the medical field (Kaiser, et al., 2004). 
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Looking for People Caring for a Person with Alzheimer’s Disease and Other Dementias


From my own life experience of caring for a mother with dementia, I have become interested in studying others who have had this experience. I am looking for people caring for a person with Alzheimer’s disease or other dementias to share their stories as part of my dissertation research project.  I will be interviewing you to gain in-depth, detailed descriptions of what the experience has been like for you and what it has meant to you.  I value the unique contributions that each caregiver will make to my study and am excited about the possibility of your participation in it.

The interview will take approximately an hour to an hour and a half at most and will be audiotaped. I may ask to speak to you again later to clarify any questions I may have.  I will also give you my telephone number and email address if you wish to contact me at any time. I will give you a copy of the transcribed interview for your comments and feedback.  

The goal of this research is to integrate the many stories of people caring for their loved one with dementia.  I will be looking for both commonalities and unique experiences. I will use the combined information I have gained as a basis for a script for a play.  If it is possible to gain funding, I will develop this play into a theatrical production and hopefully offer it here in the Galveston area in 2008.  If I am able to produce it as planned, it will be open to the broader UTMB community as well as the public at no charge as a way to educate them about the experience of caring for a loved one with dementia.  














Stories for Caring for Someone with Dementia: The use of research-based theatre in medical education






The research will be carried out in four distinct stages. You may be interested in being involved in all stages or just the first stage where I will be conducting initial interviews with people who are caring for someone with dementia. I will outline each of the stages for your information. A separate sheet is attached for each stage detailing expectations of participants and requesting the participant’s consent.  Today, I will only be requesting consent for Stage One.

Stage One – Gathering Information of the Experiences of Dementia Caregivers

The purpose of this stage of the study is to explore the experiences of dementia caregivers including how they make meaning in their lives while caring for a person with dementia.  It will answer the questions: (1) what is the fundamental nature and meaning of caring for someone with dementia?  (2) What impact does this experience have for learning?  My goal is to allow the voices of the caregivers to be heard through detailed stories as I explore the phenomena of caring for someone with dementia and to generate new insights and new questions that will assist practitioners, policy makers and researchers. 

Stage Two – Developing and Producing a Stage Play

The purpose of this stage of the study is to write and produce a stage play using the data collected in the interviews, as well as my own personal story of caregiving.  It is important to understand that that stories portrayed in the play will be a collection or combination of stories that I have collected, and may not be any individual’s “exact” story so that all participants’ information will remain anonymous and will be protected. If I wish to use any individual’s story, this will be discussed in detail with them and they will again be asked to sign a consent form.  Participants may however, be asked to be involved in the development of the script.  At that time, they may wish to add information or give feedback as to the plays accuracy in portraying a dementia caregiver’s story.

Stage Three – The Theatrical Presentation

The purpose of this stage of the study is to produce the play for an audience made up of medical students, faculty, physicians and the community, including dementia caregivers.  The end goal of this research is to explore the use of research-based theatre as a tool in medical education to convey a patient's or caregiver's story.  Immediately after the play has ended, the audience will be asked to personally reflect on their experience of watching the play.  This will be followed by a brief reflection exercise and a facilitated discussion. 

Stage Four – Follow-up Interviews





Participant Information and Consent Form

Stories for Caring for Someone with Dementia: The use of research-based theatre in medical education

Stage One – Gathering information of the experiences of dementia caregivers

Why have I been chosen to participate?
You have been asked to participate in my dissertation research study because you are caring for or have cared for someone with dementia.

Do I have to take part in the study?
It is entirely up to you whether or not you take part.  If you wish to take part in the study, please retain this information packet.  You will also be asked to sign a consent form indicating that you have agreed to participate in this stage of the study, and you will be given a copy of it.

If you decide to take part, you are still free to withdraw or stop the interview at any time and without giving a reason.  I will ask that you confirm this in writing or through email so that I may attach your request for exclusion to your original consent form.

What should I expect if I take part?
At this stage, I will be conducting an interview where you will be asked to share stories of your experiences caring for someone with dementia.  You will be asked to share your experiences in three broad areas: 1) your relationship to the person prior to receiving diagnoses of dementia, 2) your experience since the diagnosis, and 3) what you have learned about yourself from the experience.

The interviews will be approximately one hour in length.  These interviews will be audio-recorded and transcribed.  Your name (and any names you give me during the interview such as the name of the person you are caring for) will be changed on the transcripts and any other written documents to guarantee anonymity. Any personal information that I have access to will remain confidential and will be used only by me in this research. 

I may ask to speak to you again later to clarify any questions I may have or to ask for additional information concerning areas you have already discussed in the first interview.  I will also give you a copy of the transcribed interview to look over and verify its accuracy.  It will also be an opportunity for you to share any additional information that was not captured in the first interview.

Since the goal is to write a script for a stage play, it is important to understand that the stories I collect will be synthesized, which means that stories portrayed in the play will be a collection or combination of stories, and may not be an individual’s “exact” story.  Your anonymity will be protected.


What are the advantages of taking part in the study?
It is hoped that the study will help to gain a clearer understanding of the meaning of caring for someone with dementia. This will then hopefully be a great insight to all people who care for someone with dementia, as well as for the medical community who may come in contact with caregivers. I hope that by allowing you to reflect on your story and then to have access to the findings of the study, you will have a deeper understanding of what this journey has meant to you and others sharing the caregiving experience.

What will happen to the results of the research study?
The research will be used alongside other data that I have collected to develop a theatrical script which will belong to the researcher and be performed for a group of medical students, faculty, physicians, caregivers and other community members.  It will also be used to form my PhD dissertation.  You will be offered the opportunity to be involved in the development of the play and/or attend the final production.  Findings may also be submitted to journals and conferences.  The play (or portions of the play) may also be produced for additional audiences.

Who is organizing and funding the research?
This research is sponsored jointly by the Institute of Health and Community Studies at Bournemouth University in Bournemouth, Dorset, UK, and the University of Texas Medical Branch (UTMB) at Galveston.  It will be organized and undertaken by Oma Morey, who is a PhD student at Bournemouth University, as well as faculty at UTMB in the Office of Educational Development.

Who has reviewed the study?
The study has been reviewed and approved by the UTMB Institutional Review Board (IRB).

Contact for further information
Please do not hesitate to contact me if you have any questions about this project at any time.  I have listed my contact information below.  If you have any problems contacting me through these means, you may give a message to Dr. Ann Fry at UTMB and a time I may call you back.  She will be able to deliver the information to me.

Email:  	ommorey@utmb.edu (​mailto:ommorey@utmb.edu​)
Address:	Flat 77, Room 1024
Cranborne House
		St Pauls Place
		Bournemouth, Dorset, UK  BH8 8HF
Telephone 	(Austin, TX number)  512-553-0913
Dr. Ann Frye	(Galveston)  409-772-2791


I confirm that I have read and understand the information sheet dated 4/08/07.

I agree to participate in the first stage of the research study – Stories for Caring for Someone with Dementia: The use of research-based theatre in medical education – as described above. 

I have had the opportunity to ask questions.  I understand that my participation is voluntary and that I am free to withdraw at any time without giving reason.  I also understand that whether or not I participate in this study will have no effect on my current or future relationship with UTMB.

______________________________________________________________________
Name				       Date		     	Signature

_________________________     	_______________________________
Phone Number			      	Email:

______________________________________________________________________





Participant Information and Consent Form

Stories for Caring for Someone with Dementia: The use of research-based theatre in medical education

Stage Two – Developing and Producing a Stage Play

Why have I been chosen to participate?
You have been asked to participate in the second stage of my dissertation research study because your original interview data has been analyzed and will be used to develop a theatrical production.

Do I have to take part in the study?
It is entirely up to you whether or not you take part.  If you wish to take part in the study, please retain this information sheet.  You will also be asked to sign a consent form indicating that you have agreed to participate in this stage of the study, and you will be given a copy of it.

If you decide to take part, you are still free to withdraw or stop the interview at any time and without giving a reason.  I will ask that you confirm this in writing or through email so that I may attach your request for exclusion to your original consent form.

What should I expect if I take part?
In this stage of the study, you may be asked to review the script and to give feedback to the researcher and the stage director about the accuracy of information in the script.  This may be done by simply reading the script and/or talking to the researcher.  Or you may wish to meet with the researcher, the theatrical director or the cast to share additional feedback and information that might help to develop the play or help the actors better understand what it means to be a caregiver to someone with dementia and thereby better portray the characters’ feelings and emotions.  

If you are involved with either the director or the cast, you must realize that this group would have knowledge of your identity.  Although they would not know which information in the play came from your interview or any previous communication you had with me, they would have access to any information you give to them directly in this stage of the research.  If you only participate with me, as researcher, I will continue to protect your identity and information.

What are the advantages of taking part in the study?
Your participation will aid in the development of the play – making sure it accurately portrays the meaning and feelings of a person who is caring for someone with dementia. This will offer an opportunity for caregivers’ voices to be heard and then hopefully be a great insight to all people who view the play including other caregivers and the medical community who may come in contact with caregivers. 

Contact for further information

Please do not hesitate to contact me if you have any questions about this project at any time.  I have listed my contact information below.  If you have any problems contacting me through these means, you may give a message to Dr. Ann Frye at UTMB and a time I may call you back.  She will be able to deliver the information to me.

Email:  	ommorey@utmb.edu (​mailto:ommorey@utmb.edu​)

Address:	Flat 77, Room 1024
Cranborne House
		St Pauls Place
		Bournemouth, Dorset, UK  BH8 8HF
Telephone 	(Austin, TX number)  512-553-0913
Dr. Ann Fry	(Galveston)  409-772-2791

I confirm that I have read and understand the information sheet dated 4/08/07.

I agree to participate in the second stage of the research study – Stories for Caring for Someone with Dementia: The use of research-based theatre in medical education – as described above. 





Name				       Date		     Signature

_________________________     	_______________________________
Phone Number			      	Email:

______________________________________________________________________





Participant Information and Consent Form

Stories for Caring for Someone with Dementia: The use of research-based theatre in medical education

Stage Three – The Theatrical Presentation

Why have I been chosen to participate?
You have been asked to participate in the third stage of my dissertation research study because your original interview data has been analyzed and will be used to develop a theatrical production.

Do I have to take part in the study?
It is entirely up to you whether or not you take part.  If you wish to take part in the study, please retain this information sheet.  You will also be asked to sign a consent form indicating that you have agreed to participate in this stage of the study, and you will be given a copy of it.

If you decide to take part, you are still free to withdraw or stop the interview at any time and without giving a reason.  I will ask that you confirm this in writing or through email so that I may attach your request for exclusion to your original consent form.

What should I expect if I take part?
In this stage of the study, you will be invited to attend the theatrical production based on my research study.  Immediately after the play has ended, the audience will be asked to personally reflect on their experience of watching the play and to take a few minutes to write down their thoughts and feelings. These documents will be collected and analyzed to determine the immediate impact of the play on the individuals.  

Secondly, a videotaped facilitated discussion will be held with the audience (physicians, faculty, students and caregivers).  The discussion will be facilitated by UTMB faculty. The themes and emotions expressed in the play will be used as a guide for the discussion. The videotape will be analyzed to determine themes of the discussion.





What are the advantages of taking part in the study?
You will be able to see the results of the research study.  It is hoped that the play will offer both education and entertainment to all participants.  This facilitated discussion offers the participants a format to participate with the medical community in a way that will increase understanding and learning between themselves and the medical community.


Contact for further information

Please do not hesitate to contact me if you have any questions about this project at any time.  I have listed my contact information below.  If you have any problems contacting me through these means, you may give a message to Dr. Ann Frye at UTMB and a time I may call you back.  She will be able to deliver the information to me.

Email:  	ommorey@utmb.edu (​mailto:ommorey@utmb.edu​)
Address:	Flat 77, Room 1024
Cranborne House
		St Pauls Place
		Bournemouth, Dorset, UK  BH8 8HF
Telephone 	(Austin, TX number)  512-553-0913
Dr. Ann Fry	(Galveston)  409-772-2791

I confirm that I have read and understand the information sheet dated 4/08/07.

I agree to participate in the third stage of the research study – Stories for Caring for Someone with Dementia: The use of research-based theatre in medical education – as described above. 

I have had the opportunity to ask questions.  I understand that my participation is voluntary and that I am free to withdraw at any time without giving reason.  I also understand that whether or not I participate in this study will have no effect on my current or future relationship with UTMB.

______________________________________________________________________
Name				       Date		     Signature

_________________________     	_______________________________




Researcher			       Date		     Signature

Participant Information and Consent Form

Stories for Caring for Someone with Dementia: The use of research-based theatre in medical education

Stage Four – Follow-up Interviews

Why have I been chosen to participate?
You have been asked to participate in the fourth stage of my dissertation research study because you attend the play based on my research

Do I have to take part in the study?
It is entirely up to you whether or not you take part.  If you wish to take part in the study, please retain this information sheet.  You will also be asked to sign a consent form indicating that you have agreed to participate in this stage of the study, and you will be given a copy of it.

If you decide to take part, you are still free to withdraw or stop the interview at any time and without giving a reason.  I will ask that you confirm this in writing or through email so that I may attach your request for exclusion to your original consent form.

What should I expect if I take part?
In this stage of the study, I will be conducting an interview where you will be asked to share your thoughts and feelings about the play you attended.  Areas that will be explored include: (1) how the play’s content related to your experience of caring for a person with dementia, (2) what, if anything, you learned from the experience, (3) your thoughts on the facilitated discussion after the play, (4) your views on the use of this type of research-based theatre as a learning tool for the medical community and the public, and (5) any suggestions you may have for changes in the process if this type of research-production was to be used again at UTMB.

The interviews will be approximately one-half hour in length.  These interviews will be audio-recorded and transcribed.  Your name (and any names you give me during the interview such as the name of the person you are caring for) will be changed on the transcripts and any other written documents to guarantee anonymity. Any personal information that I have access to will remain confidential and will be used only by me in this research. 

What are the advantages of taking part in the study?
Your ideas will be listened to and incorporated into future research-based theatre productions and will help improve the education of medical students, faculty and staff in future endeavours. 

What will happen to the results of this part of the research study?
The research will be used alongside other data that I have collected will be used in the evaluation of research-based theatre as an education tool for medical students, faculty, physicians and community members.  It will also be used to form my PhD dissertation.  Findings may also be submitted for publication to journals and conferences.  

Contact for further information
Please do not hesitate to contact me if you have any questions about this project at any time.  I have listed my contact information below.  If you have any problems contacting me through these means, you may give a message to Dr. Ann Frye at UTMB and a time I may call you back.  She will be able to deliver the information to me.

Email:  	ommorey@utmb.edu (​mailto:ommorey@utmb.edu​)
Address:	Flat 77, Room 1024
Cranborne House
		St Pauls Place
		Bournemouth, Dorset, UK  BH8 8HF
Telephone 	(Austin, TX number)  512-553-0913

Dr. Ann Fry	(Galveston)  409-772-2791


I confirm that I have read and understand the information sheet dated 4/08/07.

I agree to participate in the fourth stage of the research study – Stories for Caring for Someone with Dementia: The use of research-based theatre in medical education – as described above. 

I have had the opportunity to ask questions.  I understand that my participation is voluntary and that I am free to withdraw at any time without giving reason.  I also understand that whether or not I participate in this study will have no effect on my current or future relationship with UTMB.

______________________________________________________________________
Name				       Date		     Signature

_________________________     	_______________________________








Moving from text data to script through “creative embellishment”: Examples of the use of creative embellishment on selected meaning units

After reading and rereading the interview transcripts, I realized that some of the researcher participant’s stories held natural dialogue and plot structure that could easily be transferred to a scene which would encapsulate that experience.  Plot is the arrangement of actions designed to tell the story of a play. Actions are activities carried out by a character that cause reactions from another character causing the other character to perform yet another action.  This continues to form a scene.  Good drama builds a chain as such actions from beginning to the end of the play (Hatcher, 1966).

Creative Embellishment - Filling in context

Creative embellishment builds the data into a scene without losing the primary context of the actual data.  To embellish means to make something more interesting by adding something to it.  Unlike other forms of dissemination, theatre requires that the data is able to be visually enacted on a stage.  It must have a location and context in order to allow the play to make sense to the audience.  Often, when I found these natural scenes, they were lacking a location or setting.  With the goal of remaining true to the data and at the same time making the data into a theatrical scene, I found it necessary to fill in the context in order for the scene to make sense.

Examples of Creative Embellishment of select meaning units

Text Data from Transcript	Creative Embellishment - Script
	
Bob:  Another one is anger.  I found myself so mad.  Physically, not physically, mentally – that I’d curse her.  I’d scream at her and then after her death, I read that this is the extreme opposite thing you should be saying.  When she hallucinates and talks to all those people in the kitchen that are not there, I should say, “It's alright.  They won't bother you.  It's okay,” But instead, I say bad words, you know, “There is no one in the kitchen.  Why in the hell are you...”  	SceneSetting: Dark stage.  Bob’s wife/Claire holding a frying pan indicating she is in the kitchen.ClaireBob!  Bob!(Bob enters)Bob What do you want now!ClaireWhy are all those people in the kitchen?BobWhat people?Claire(Wife looks around -- obviously frightened)Look... all the people.BobWhat in the hell are you talking about.  There's nobody in the kitchenClaireYes there is.  Look.  I can't do anything because they're everywhere.  They’re in my way.BobGod dammit it Claire.  There is nobody in the kitchen.  You’re dreaming.  And you are annoying me.Claire(Screaming) I am not dreaming.  There are people everywhere.  Please, get them out, Bob.  Get them out now.BobWould you shut up Claire?  I'm sick and tired of you making up all these imaginary people.  Why don’t you just go take a nap or something then you can dream that there aren't any people in the kitchen. Scene Ends
	
Gwendolyn:  She was not doing her laundry, her dishes -- those were the things that she always did.  She always mopped the floor every day.  She always washed her towels every day and hung them out.  And it was just, sort of mind boggling when I walked in -- sort of overwhelming.  Then she said, "How long are you all going to be here?"  And we said, "Oh, mom, until the weekend."  Then, maybe not even a half a minute, she asked the same thing again.  "How long are you going to be here?"  And I let it go, and I said, "Um, this is really eerie."  I said, “Mom, we're going to be here until the weekend."  So she asked that continuously that afternoon.  And then once nighttime settled in, and we were there, she started to settle down.  We had dinner, and I tried to question her and ask her about different things.  And, sometimes they would be right, and sometimes not.  So this went on and on.	SceneSetting: Living room of Gwendolyn’s Momma’s house.  Clothes strewn all over the furniture and floor.  Dishes are on the floor beside the sofa/chair.  Gwendolyn enters looking around in shock.GwendolynMomma – are you here?  Oh my gosh what is going on here?  Momma -- are you okay?  It's Gwen.(Momma enters)MommaWhat are you shouting about, Gwen?GwendolynHello momma, are you okay?MommaOf course.  Why would you ask that?	(Gwendolyn looks around again.)GwendolynWell...ah... things just look at little... different.MommaEverything is fine.  I'm doing just fine.  It’s good to see you.  How long are you going to be here?GwendolynAh... until this weekend, Momma.  You remember I called you and told you I was coming?MommaOf course I remember.  How are the kids?GwendolynThey are doing just great, Momma.  Delia has a new job, and she really likes it.MommaYes.GwendolynAnd Toddy is in school.MommaYes... You know, it’s really good to see you.  How long are you going to be here, Gwen?GwendolynI just told you Momma.  I’m going to be here until the weekend.MommaOkay.GwendolynMaybe I can take you shopping, and we can buy you a new dress.  Would you like that?MommaYes.  That sounds good.GwendolynAnd I'll help you get this place cleaned up.  Maybe I can cook dinner tomorrow and we’ll invite Clarice and Janelle over.  That would be good, wouldn't it?MommaThat would be very nice. And maybe we could invite Auntie Ruth.GwendolynMomma, you know Auntie Ruth is dead.Momma(Shocked)  Oh no.  That’s terrible.  When did that happen?GwendolynMomma, she died over 15 years ago.MommaNobody told me.GwendolynWhat do you mean?  You went to her funeral.MommaI did not.  GwendolynOf course you did.  You sat right next to me.Momma I would know if I went to Auntie Ruth’s funeral.  Don't tell me I went to it when I know I didn't.GwendolynBut...ah... oh never mind.MommaSo, Gwen, how long will you going to be staying?Scene Ends 
	
Gwendolyn:  So, 1994, I decided to go get her.  It was June -- I will never forget that.  And, my girlfriend and I and two of my kids went down Friday.  We packed that whole house that night.  We packed everything, and Saturday we packed the truck.  I had already called to Eunice, Louisiana to reserve a moving truck -- U-Haul -- to come back in.  So we packed it up and loaded everything and got her down here by that Sunday.  I had to get one of her nephews from Houston to drive the truck and help us drive it down here.  And then, my son took over.  We unloaded it and returned the truck.  I had her room ready for her.  I had put her clothes in it and everything.  By Sunday morning, she had repacked her stuff -- took everything out of the drawer and was dressed and was downstairs with the luggage, saying, "I want to go home."  She says, "I'm going home today."  She called me Gwen for short -- for Gwendolyn.  I said, "No."  I said, "You’re staying here with me."  I didn't know what to do.  I just started crying and crying.  And I called my first cousin in Lake Charles, because she took care of her mom -- but she didn't have dementia.  I said, "Mom is down here all ready to go, and I don't know how I'm going to do this, Yollie.  I'm just so depressed right now."  She said, "Just take her back upstairs and put her stuff away and see what happens.”  So I did.  It didn't work.  She came back down and sat on a chair.  So then I had to begin to watch that she doesn't leave the house, and things.  But it hadn't got that bad yet.  She just sat and waited.  I said, "Well, we're going to wait till Warren comes."  That's her baby brother.  And, I knew she would do that.  I said, "When Warren comes, we'll get you and take you back home."  So she said, "Okay."  And this went on and went on for about -- until maybe 2 years -- 2 years after.  	SceneSetting: Gwendolyn's living room.  Mom sitting in a chair next to the door with a suitcase.  Gwendolyn enters.GwendolynMomma, what are you doing?MommaI want to go home!GwendolynYou are home, Momma.  You're staying with me now.MommaI am not!  I'm going home today.GwendolynNo you are not.  You're staying with me.  You live here with me now.(Gwendolyn starts to take suitcase.)Momma Stop that!  I'm going home and you can't stop me.GwendolynSure enough I can.  (Gwendolyn turns and starts to walk away with a suitcase.)MommaPut that down!  Gwendolyn!GwendolynMomma, please don't do that.  (Starts to cry.)MommaI'm just going to sit here and wait for Warren to come pick me up and take me home.  GwendolynWarren is in Louisiana. He is not going to come and get you.MommaHe will.  He’ll be here soon.  You just wait and see.(Lights dim and come back up on Gwendolyn on the telephone.)GwendolynYollie, I just don't know what to do with momma.  She’s still sitting down by the door with her suitcase waiting to go home. She thinks her brother is coming to pick her up.  (pauses) I've tried that.  I take her suitcase upstairs and unpack it, but she just goes back up and repacks and takes it down by the door.  She has been doing this for weeks, and I am at my wit’s end.  It’s just horrible.  (pauses)  Okay.  I'll see what happens.Scene ends
	
Barbara: And finally, my son-in-law, who was a cardiologist and lives in Colorado asked me if I would like to set up an appointment with a neurologist that he knew.  And, we were getting up there Thanksgiving, so I said, "Yes.  I would be grateful."  So, he did.  They did a CAT scan, and all sorts of tests.  And he told us -- when he came up with this diagnosis -- he said, "She has had a stroke."  He did tell me exactly what part of her brain had been affected.  Because he said, at the time, he would not have known it because -- he said at the time she had it, it probably affected the vision in one of her eyes, but he said that she could still see.  She hadn't said anything about it.  But I knew something had happened to her, because she was very tired.  She slept a lot.  She was just not herself.  And I knew something was wrong, but didn't know what.  And he told me that she was early onset Alzheimer's.  And he was definitely right.	SceneSetting: Doctor’s office with two chairs for patients, a table/desk and chair for the doctor.  Doctor is sitting at the table reading a chart.  Barbara and Lynn sit in the chairs across from him.DoctorAlright, Ms. Connor, the preliminary findings indicate Lynn has had a stroke in her occipital lobe which is the part of the brain that controls vision.  I believe it has affected the vision in her right eye.BarbaraOh my god, is she blind?DoctorNo, I don't believe so, but it definitely has affected her vision.BarbaraShe hasn't mentioned anything about it.DoctorAnd she may not if it's just a minor problem in that eye.BarbaraOh...DoctorThere is one thing though; I believe that Lynn has early onset Alzheimer's.BarbaraAlzheimer's?  How can that be?DoctorWell, we’re finding that it's much more common in Down's victims than we once realized.BarbaraI never heard of that.  I thought Alzheimer's was an old age disease.  She's only 42.DoctorWith the medical advances and the fact that many Down's victims, like Lynn, are living well into middle age, we are seeing many more cases of this.BarbaraAlzheimer's... I just can't believe that.  I've worked so hard all of her life to keep her healthy so she could live a longer life.  Now, because I've kept her healthy, she has Alzheimer's.Scene Ends
	
Barbara: My grandson had lived right back of us in a garage apartment.  Both of us were really attached to him.  He had an accident. He was 25.  (Long pause.) And he had this wonderful relationships with Lynn. (Barbara was having difficulty speaking about this.  Obviously, this has been a very emotional toll for her.)  Oma: Take your time.) Barbara:  And he was a big help to me.  (Long pause)  (Oma: Is she aware of that -- of what happened?)   Barbara: She is.  She just doesn't understand it.  She still wants to know where Jimmy is.  She doesn't understand where Jimmy is.  You know, you could not convince her that he's not coming home.  You might say, "Jimmy won't be here today."  And she'll say, "He might."	SceneSetting: Barbara and Lynn are sitting at their dining room table.  Barbara is peeling potatoes.  Lynn is drawing a piece of paper.LynnMom, where's Jimmy?BarbaraJimmy is gone, honey.LynnWhen will he be back?  I miss him.BarbaraI miss him too.LynnI want to show him the card I made him.	BarbaraLynn, Jimmy is gone.  He was in a really bad accident.  And he died.  He died.LynnI know that.  But when is he coming home?BarbaraHe's not coming home, Lynn.  He's with God.LynnBut he might come home.  He might.  Right?Scene Ends
	
Gayle: This, okay, well, I can tell you something funny.  During the stay at Danforth Gardens, he ah… he loved the girls to pet him and touch him and talk to him.  And it wasn't, it wasn't -- he didn't use to be very demonstrative -- period, at all.  But he got to where he just soaked it up.  Well, he just fell in love with this little girl and she was a Spanish girl -- and she…ah… you know, that was his girlfriend.  And, other people would look around to see if I was watching to see if it mattered or not, because he would hold her hand and he just loved her to death.  Well, one day, he decided... instead of her, he got another girlfriend, and he, he thought… he thought... there was a patient there, and she was in a wheelchair -- and he thought, I'm sure in his mind that she was either me or his first wife from 35 years ago, I don't know.  But whoever it was, he was taking care of her very well.  And, he would push her around in a little wheelchair.  Well one day I came in and I hugged the other people on the way to him and everything, and I get to him and I say, "Hi there, honey."  And he turned around and looked at me and he said, "Can't you see I'm busy?" (Both laugh.)  And I said, "Well that's all right.  I'll just sit down over here and wait a little while."  (Oma still laughing)  And anyway, he takes her hand wheels her around a little while and he stops and talks to her.  And she has... she wasn't able to communicate -- it was gibberish.  But she just looked up at him and she just gibberish away.  And, he'd pat her on the shoulder and do a little thing over here (Gayle indicates with a gesture).  Then in a minute he does this little thing where he hikes up his britches like this (Gayle indicates with a gesture).  And he leans down and -- I have no idea what he said to her -- but he leans down and he tells her he’ll be back in a minute, evidently.  He remembered that I was still sitting over there.  And he came over there and he sat down beside me and he said, "Okay... now what do you want?"  (Both laugh).  And I said, "Well, I just came to see you for a little while."  (Still laughing)  And I said, "I can't stay for a long, long time."  And I said, "So, I guess if we’re going to visit, we better visit."  And he said, "We don't have to visit.  You're my wife."  And I mean, it was like... he was like...  I mean, it was like, “whew-whew-whew-whew.” (Gayle indicates with her hands how everything speedily went by between them.)  Like that. But, I was able to laugh at a lot of those kind of things.  	SceneSetting: Nursing home living area.  John is rolling another female resident/Miss Garcia in a wheelchair and talking to her.  They both appear to be talking, but not necessarily to each other.  Miss Garcia can only make sounds like “Ya ya ya ya,” although it appears that she is trying to hold a conversation.  A nurse aide is walking by and speaks to John.AideMr. Carlson, where you taking Miss Garcia?JohnWe're going to the park.AideOh, really?  Does Miss Garcia want to go to the park? JohnShe's my girlfriend.Aide(To Miss Garcia who is still taking gibberish.)  So, you're his girlfriend, hmmm?  (Gayle enters and walks up behind John.)GayleHi there, honey.(John turns to see Gayle.)JohnCan't you see I'm busy?(Aide makes a face, shrugs shoulders and walks away.)GayleWell, that's all right.  Why don't I just sit down over here for a while, and you can come join me when you're finished.(Gayle walks over to a chair and sits down.  John continues to walk Miss Garcia.  Aide comes over to Gayle.)AideHe's been pushing Miss Garcia around all morning.  But, he's been good and both of them seem to be happy.  I think, they think, they're having a great conversation.  Although, I don't think either one is having the same conversation.GayleYes, I can tell.AideWould you like me to take Miss Garcia into the garden so you can visit?GayleNo, that's okay.  I'll just wait here a little while.AideAlright, well, just let me know.GayleSure.(Aide leaves.  Gayle watches John and Miss Garcia as he continues to push her.  John stops and looks towards Gayle, hikes up his pants, leans down to speak to Miss Garcia, and then walks over to Gayle.)JohnOkay.  Now what do you want?GayleWell, I just came to visit you for a little while.  Is that okay?(John looks towards Miss Garcia who still appears to be talking to herself.)GayleHoney, I can't stay for a long, long time.  So, I guess if we're going to visit, we better visit.JohnWe don't have to visit.  You're my wife.  Gayle(Sighs) O—kay…..Scene Ends
	






Comparison of steps in descriptive phenomenology, heuristic research and the blended methodology used in my study.






Central character timeline in relation to the key constituents and sub-constituents in the essential structure (Kayla’s Carer Journey)

The Journey Begins: The First Stage of the Carer’s Journey 
1.	Discovering problems (Kayla learns of her mother’s problems.)
2.	The journey for answers: A search for a diagnosis (Kayla’s mother goes to a doctor to determine the problem.)
3.	Receiving the diagnosis: The questions continue (The diagnosis is vague and unsettling, so Kayla and her mother continue the search.)
4.	The doctor, the patient and the carer mediator: The needs of patient and carers during the medical encounter (The medical encounter will combine 3 and 4 above.)

Moving Down the Road of Plaques and Tangles: Middle Stage Dementia
1.	Losing independence: Losing the person (You will see Kayla’s mother progress through the disease. The major loss will be the inability to live on her own.)
2.	The challenges of managing behaviour problems (Kayla and her mother’s major problems stemmed from combative behaviours due to the disease. The main conflicts and crisis of the play will be situated around these problems.)
3.	Seeking support: Family, professional and community (The support group will always be a key avenue for support. She also receives support from her brother, her mother’s neurologist, and an online support group.)
4.	Finding quality time: Accepting the persons they are now (Kayla will have many opportunities to show her love and acceptance for her mother throughout the progression of the disease. The disease progression will be obvious to the audience. Some of the important moments that will be displayed in the play is Kayla and her mother saying the Lord’s Prayer, giving her mother a stuffed animal and fighting for her mother’s rights.)

End Stage Dementia: Letting Go 
1.	Finding the “perfect” long-term care facility: Determining factors (Since Kayla’s mother is continually removed from long-term care facilities due to her behaviour problems, Kayla is constantly searching for a new facility that will take and keep her mother. Other than that, her mother’s safety is the only determining factor in her selection.)
2.	Transitioning into long-term care: Adjustments for the carers and their loved ones (Kayla’s mother constantly wants to go home. At one point, Kayla’s mother will be committed to the county mental institution. The adjustments there are tremendously difficulty for both Kayla and her mother.)
3.	Late stage dementia: Losing function (The audience will see Kayla’s mother go through the complete progression of dementia. At the later stage, Kayla will face multiple ethical issues such as inserting a feeding tube in her mother and finally, whether to remove her mother from life support.
4.	Letting them go: The death of a loved one (Kayla’s mother’s death will bring a final closure to the play. The carer journey is complete for Kayla.)
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			     CHARACTERS
                                                                                                                                                                                                                                                                                                                           
KAYLA	Works, goes to school and is now caring for her 70-year old mother who has dementia. Late 40's to early 50s
MRS. ANDREWS	Kayla’s mother.  She had always been active until stricken with viral meningitis and encephalitis, which resulted in dementia and seizure disorder.  About 70.
MARK	Kayla’s brother. About mid to late 40’s.
GWENDOLYN 	Support group member.  She is taking care of her 80-year-old mother with Alzheimer’s Afro-American.  Early 60s.
JIM	Support group member. He cared for his wife for 8 years.  She died, but he still attends the support group.  Mid to late 70’s
GLORIA	Support group member. She took care of both her mother and father – both of them had dementia.  Late 50’s.
BARBARA	Support group member. She is taking care of her 54-year-old daughter who also has Down Syndrome.  About 80.
CRYSTAL	Support group member.  She is currently caring for her husband, of 56 years.  Mid to late 70s.
	
	SMALL ROLES – Can be double cast.
	
DR. KLEIN	Male neurologist – Between  30 - 40
DR. REYNOLDS	Male neurologist – Male Neurologist.  Early to mid 60s.
HOSPITAL ATTENDANT	Works desk at hospital. Any age and gender.
NURSE 1	Nurse at first nursing home.  Any age and gender.
NURSE 2	Nurse at state mental hospital.  Any age and gender.
NURSE 3	Nurse at fourth nursing home.  Any age and gender.
NURSE 4	Nurse at last nursing home.  Any age and gender.
NURSE 5	Nurse at last nursing home.  Any age and gender.
ADMINISTRATOR 1 	Nursing home administrator.  Any age and gender.
ADMINISTRATOR 2 	Nursing home administrator.  Any age and gender.
MRS. ATKINS	Gloria’s mother, who has dementia.  Late 60’s – early 70s
MRS. SMITH	Gwendolyn’s mother.  Black female. Late 80s
JOSEPHCLAIRE	Crystal’s husband, who has dementia.  Mid to late 70s.  Jim’s wife, who has dementia.  Late 60’s. 
MEDIC 	Ambulance attendant (Voice over only) Any age and gender.














































(Six people sit in a semicircle. KAYLA stands behind a podium. Applause is heard offstage as the lights come up.) 

KAYLA






















I’m Barbara Connors.  My story is a little different.  I’m taking care of my 54-year-old daughter, Lynn, who was diagnosed with early onset Alzheimer’s at age 42.  Lynn has Down Syndrome, and I’ve cared for her all her life.  Some people would say I don’t work.  But taking care of Lynn is plenty of work – believe me. (looks back at KAYLA and sits)

KAYLA








(The stage is dark.  Offstage recording is played, which includes ambulance siren, a heart monitor and medic’s voice.)

MEDIC VOICE OVER
We are in route with a 72-year-old female found on the floor of her residence actively seizing with a positive LOC and in sinus. She went into V-fib enroute and was resuscitated @ 200 joules. Patient is currently febrile with 104 F temp. Vitals are: respirations of 16, shallow and labored, pulse 92, BP 132/92, responds to painful stimuli only.

 (Lights come up on a hospital waiting room.  KAYLA is talking to HOSPITAL ATTENDANT at the desk.)  

KAYLA
I’m her daughter, Kayla Andrews.  I got a message to come to the emergency room. Is she okay?

HOSPITAL ATTENDANT
An ambulance brought her in a few hours ago.  Dr. Klein is her admitting doctor.  I’ll let him know you’re here.  He should be with you shortly Ms. Andrews.  Have a seat in the waiting room.  (exits)

(KAYLA walks to a chair and sits.  GWENDOLYN rushes in, passes KAYLA and goes to the desk.  The HOSPITAL ATTENDANT enters.)

GWENDOLYN
I’m Gwendolyn Chambers.  Someone called me and said my mother had been brought here.

HOSPITAL ATTENDANT
That’s right, Ms. Chambers.  Could you take a seat?

(HOSPITAL ATTENDANT exits.  GWENDOLYN takes a seat next to KAYLA.)

GWENDOLYN












Apparently, she saw this cab that was similar to one my father drove.  She stopped him and told him to take her home . . . to Louisiana. Well, he realized something was wrong when she told him she was going to see her mother. Can you believe that?  I mean, she’s 87 years-old.  She didn’t have any luggage, no purse, no money and probably wouldn’t have known where to go when she got there.  And not only that, he charged “me” $25 on top of it!  Who do you have here?

KAYLA




Ms. Chambers, will you come with me?

GWENDOLYN
Well, I have to go.  Listen . . . (takes out a card out and gives it to KAYLA).  I do private caregiving. And, I work a lot with Alzheimer’s patients.  If you ever need me, just give me a call.

KAYLA
I will.  Thanks. 

(GWENDOLYN and HOSPITAL ATTENDANT exit.  KAYLA puts the card in her purse, and begins to thumb through a magazine.  MARK enters.)

Mark, I never thought you would get here. I’ve got to get back to work.  I’m teaching a new class tomorrow.  I sure don’t want to mess up now that I’m being considered for a promotion.

MARK
Sorry sis, I had to finish a few things.  How’s mom doing?

KAYLA
I don’t know. They said a doctor was going to come out and talk to me, but I haven’t seen him. 

MARK
Do you know what happened?   

KAYLA
They just said an ambulance brought her in.  I talked to her last night.  She had gone to the senior center to play games. She didn’t say she was feeling bad.  Look, I have a lot of stuff to do; can you wait to talk to the doctor?

MARK




Are you Mrs. Andrews’ family?
MARK
Yes.  We’re her children.  I’m Mark and this is Kayla.

DR. KLEIN












A “do not resuscitate” order.  

KAYLA
She does have a living will.  And she doesn’t want to be resuscitated.

DR KLIEN
It would be helpful if you could bring it up here.  And, since she has a living will, I think you both should be considering whether or not you want her to remain on life support.

KAYLA
Dr. Klein . . . is she going to die?

DR. KLEIN















(Hospital waiting area with a few chairs. KAYLA is sitting on a chair writing a letter.  Her voice is played over as she writes.)

KAYLA’S VOICE OVER









(HOSPITAL ATTENDANT exits. KAYLA enters MRS. ANDREWS’ small, bare intensive care hospital room. MRS. ANDREWS is in bed, screaming and crying.)

MRS. ANDREWS
Help me!  Help! Help!

KAYLA
(rushes over to MRS. ANDREWS)




(not noticing KAYLA, continues screaming)
Help me!  Please! Help me!

(KAYLA reaches for her hand. MRS. ANDREWS starts hitting at her hand and continues to stare at the wall. KAYLA retreats.)

KAYLA
It’s all right Mom.  It’s Kayla.   I am here with you.  You’re okay.   

 (MRS. ANDREWS, terrified, starts moving up and down in the bed – pressing her foot back and forth towards the footboard.)  

MRS. ANDREWS












It’s going to run over Granny!  Hurry!

KAYLA
What are you talking about?  There’s no car.  You’re in bed.

MRS. ANDREWS
It’s going to run over Granny and I can’t stop it.  Help me please!  I can’t reach the pedal.

KAYLA
Granny’s not here.  It’s just you and me.

(MRS. ANDREWS continues to cry and press her foot violently towards the end of the bed. KAYLA looks around, walks to the wall where MRS. ANDREWS is gazing, puts her hands up as if stopping the car, and then begins to move her foot as if she is pressing a brake pedal. MRS. ANDREWS’ cries lessen as she watches KAYLA.)

KAYLA (Continues.)




Oh thank you.  Thank you for stopping it.

KAYLA
(walks to MRS. ANDREWS and takes her hand.)
See, everything’s alright.  I’m here with you.

MRS. ANDREWS
You are the kindest person in this company.  Everyone is so mean to me.  (she starts to cry again and hits in the air towards KAYLA, trying to fight her.)

KAYLA
What’s wrong now?  We stopped the car.

MRS. ANDREWS
My poor son.  He is so busy and now he has to take care of everything.
KAYLA
Mark is fine, Mom.  I’ll call him as soon as the sun comes up and see if he can come see you.

MRS. ANDREWS
He is all alone now and he has to take care of everything.  And he doesn’t have much money. Please help me.  Please make sure they bury me where they bury the poor people.

KAYLA
Why do you need to be buried?  You’re not dead.

MRS. ANDREWS
Please tell them to bury me where they bury the poor people.  He will have a hard time now that I am dead.  And his poor sister - -

KAYLA
No, I’m right here.  Nothing’s wrong with me. Neither one of us is dead.

MRS. ANDREWS
There was a terrible accident. I died.  (starts to cry again)  And my beautiful daughter . . . she was in the car too . . . and she died.  He is all alone now and doesn’t have anyone to help him.

(KAYLA tries to hold MRS. ANDREWS’ hand.  MRS. ANDREWS hits her.  KAYLA cries, rubs her eyes to hide her tears. MRS. ANDREWS noticing KAYLA, stops crying. MRS. ANDREWS looks her in the eyes and begins to cry softly.)

MRS. ANDREWS (Continues.)
I’m sorry. I didn’t mean to hurt you.

KAYLA
You didn’t hurt me.

MRS. ANDREWS
You’ve been the nicest person to me than anybody has ever been in this poor old place. I am sorry.  I didn’t mean to give you a black eye.

KAYLA
You didn’t give me a black eye. (runs her fingers over eyes, realizes what happened, laughs, and holds up hand)  See, you didn’t give me a black eye.  It’s just my mascara. You didn’t hurt me.

MRS. ANDREWS
You remind me so much of my dear dead daughter.

KAYLA







(Doctor’s office. Six months later. DR. KLEIN enters, a file in his hand. MRS. ATKINS and GLORIA are sitting in chairs.)

DR. KLEIN
Hello, Mrs. Atkins.  I'm Dr. Klein.  (offers his hand to MRS. ATKINS without reciprocation)  Do you remember me?  (sits as he looks at a chart)  So what can I do for you today?

MRS. ATKINS
Well, my daughter thinks I’m having problems, but I really don't think I am.  I’m doing just fine.

(GLORIA shakes her head in disagreement.)

DR. KLEIN





(GLORIA is shaking her head and making gestures to indicate disagreement.)

DR. KLEIN






Dr. Klein, do you think I might speak with you outside?

MRS. ATKINS
You don't need to go outside.  You can talk right here in front of me.

GLORIA
Mom, I just want to ask him something.  I have a personal question.

MRS. ATKINS
No you don't.  You just want to talk about me.  I know what you want.  I already said I was fine!

GLORIA






Look Mrs. Hanson, maybe this is not a good idea right now.

GLORIA
But Dr. Klein - -

DR. KLEIN
If she's doing okay on this medication, why don't we just leave her on the same dose for now.  And, (to MRS. ATKINS) you can come back and see me in about six weeks.  Does that sound good?  (to GLORIA)  You can call my nurse if any problems arise.  

(DR. KLEIN exits.  GLORIA and MRS ADKINS exit.  MARK and MRS. ANDREWS enter and sit in the chairs.)

MRS. ANDREWS






(enters reading a chart)
How are you doing, Mrs. Andrews?  I’m Dr. Klein.

MRS. ANDREW






I was wondering if we might be able to do more to find out what’s wrong with her.

DR. KLEIN
I know you are worried about your mother, Mr. Andrews.  And, to be honest, we do find her situation to be a bit of a puzzle.  I’ve discussed her diagnosis with my colleagues.

MARK
So what is causing her to keep going into these comas?  She’s been in three in the last 6 months. And she seems to be having more problems with her memory.

DR. KLEIN




Alzheimer’s?  But you’re not sure, right?

DR. KLEIN
There is no way to know exactly – until she dies and then we can examine a slice of her brain.

MARK
That doesn’t help us very much now does it?  (DR. KLEIN does not respond)  Well, if you’re not sure, can we send her somewhere that specializes in these types of problems – somewhere like Johns Hopkins or Mayo?  Maybe they can determine what’s going on.

DR. KLEIN
I really don't think they would be able to help her.

MARK
Well, if you can't help her, why can't we try something else?

DR. KLEIN
It's not that easy, and then there is also an expense involved.

MARK
I don't care about the expenses, Dr. Klein.  I’ll cover them.  All I want is to find someone who can help her.  And you can't seem to do that.

DR. KLEIN
Look, I understand it's your mother.  But at her age, there's going to be lots of things that go wrong - - you don't know how much longer she's going to live.  I’m sure your mother would agree.  You can't just take off across the country with her when something goes wrong.  You would be putting her under a lot of stress, and it's not going to make that big of a difference.  

MARK








(Two months later. Caregiver support group meeting.  Small room with chairs set up in a circle or around a table.  All group members are there.)

KAYLA
I couldn't believe the doctor said that in front of my mother.  She’s so upset, and she’s afraid to go back to him. Well anyway, I called Gwendolyn, and she suggested I come to the group. And, I found out I could fit this one in between my work schedule.

JIM
So why didn’t you call that doctor back and insist he do more?

KAYLA
Well, he’s the doctor.  There’s not much we can do if he’s unwilling to help.
.
JIM
Sometimes you have to fight for what you want. You need to get some guts, girl.

GLORIA
Jim’s right.  And, some doctors just don’t get it.  They think Mom is really capable of answering their questions.  Half the time Mom doesn’t remember her name, much less what had happened since her last visit. But, I can't say that in front of her when we’re in the appointment.  Mom would kill me.  And besides, I have more respect for her than that. 

		KAYLA
But, I think you have to respect that they’re the doctors.

BARBARA
So?  Doctors also need to talk to us. We’re the caregivers. I don’t think they realize how hard it is on us.  I remember when my daughter started having problems. I took Lynn from doctor to doctor, and they had all kinds of theories, but no one could ever tell me exactly what was wrong with her.

CRYSTAL
I didn’t go to doctor appointments with Joseph in the beginning, so I didn’t know what they said. When he came home, I’d ask, “What did the doctor say?” He'd say, “Well, nothing.  I don't know.”  And, I'd say, “Wait a minute, he had to say something.” “Well, I don't remember.”  So I had to start going to the doctor with him.  But it’s hard when you work. 

		BARBARA




Barbara, I didn’t know that.

BARBARA
Yeah.  And here I’ve worked all these years to keep her healthy so she could live a longer life – only to find out now that because of my efforts she had Alzheimer’s.

CRYSTAL





I’ll never forget when I first realized Momma was having problems. My cousin in Louisiana called me and said Momma was accusing her of taking things.  And that I better come up and see what was going on before she killed her….

(Lights cross fade from group to MRS. SMITH who sits, knitting. Clothes and dishes are strewn all over a chair and floor.  GWENDOLYN enters, looks around in shock.)

GWENDOLYN
Oh my gosh Momma, what is going on?  Are you okay?

MRS. SMITH




Well...ah... things just look a little... different.

MRS. SMITH
Everything is fine.  I'm doing just fine.  How long are you going to be here?

GWENDOLYN
Ah... until this weekend, Momma.  You remember I called you and told you I was coming?

MRS. SMITH
Of course I remember.  How are the kids?

GWENDOLYN
They are doing just great, Momma.  Delia has a new job, and Toddy is in school.

MRS. SMITH
Yes - - how long are you going to be here, Gwen?

GWENDOLYN
I just told you Momma.  I’m going to be here until the weekend.

MRS. SMITH
I know.  I’m not a moron!

GWENDOLYN
And I'll help you get this place cleaned up.  Maybe I can cook dinner tomorrow and invite your friend over. 

MRS. SMITH
That would be nice, Gwen.  And maybe we could invite Auntie Ruth.

GWENDOLYN




Oh no.  That is terrible.  When did that happen?

GWENDOLYN






You went to her funeral.

MRS. SMITH
I did not.  

GWENDOLYN
Of course you did.  You sat right next to me.

MRS. SMITH
 I would know if I went to Auntie Ruth’s funeral.  Don't tell me I went when I know I didn't.  So, Gwen, baby, how long are you going to be staying?





I just blamed my mother’s problems on old habits. She used to measure out all the glasses of water                   she wanted to drink for the day and then put all the glasses in the cabinet.  I just thought she was eccentric - -

JIM
Well at least your wife didn’t come home one day and announce she was going to kill herself –

GWENDOLYN
Even when they say Alzheimer’s, you don’t want to believe it.  Right off the bat, Momma’s doctor said she had Alzheimer's.  But, he did very little testing. He asked her: her name, who was president and what year it was.  So I said, “How do you know?”  He said, “Just by the questions I asked her.”  But, I couldn’t figure how he knew it was Alzheimer’s with just those few questions.

JIM
I took my wife to GPs and neurologists and psychiatrists over and over, and they all kept saying, “We can't find anything wrong.”  And I wanted to tell them, “Well, something's wrong.  I can guarantee there's something wrong.”  Clair was only 56 at the time, and we had been married for over 30 years.  The frustration factor was incredible. 

CRYSTAL
Well, when Joseph first became ill over 10 years ago, nobody was talking about Alzheimer’s.  When old people started forgetting things it was just “senility”. 

JIM
My wife was the first person in the family to come down with that . . .  dementia.  It was hard to deal with it, because I didn't know the first thing about it.  I just had to get a grip on what I was facing.  And I still haven’t got to that point yet.  I mean I was in complete denial.  

GLORIA
In the beginning, I was in denial too.  I kept saying, “My mother’s going to be okay.  They made a wrong diagnosis.”  Then I just shut down . . . no emotion . . .  just real distant. I saw Mom more or less as a stranger.

JIM
One of the biggest problems I had was that the children only visited a few times a year, and therefore did not agree that Mama was ill.  They would come in and say, “Oh, no.  It couldn't be dementia.”  And therefore, I was left to deal with all the burden myself.

KAYLA








(Three months later. Nursing home common area with chairs and a nurse station. MRS. ANDREWS is crawling on the floor, her wheelchair behind her. NURSE 1 tries to get her into the wheelchair. MRS. ANDREWS is yelling and hitting out.)

MRS. ANDREWS
Don’t touch me!  That hurts!  Please! You’re being so mean!

NURSE 1
Mrs. Andrews, I need to get you back in your chair.

MRS. ANDREWS
No, I can walk. I need to go, and I don’t want to go in my pants.

NURSE 1
We don’t want you to hurt yourself.

(NURSE AIDE enters; helps get MRS. ANDREWS, who’s hitting and kicking, in the wheelchair, puts a Posey vest on her, ties her in the wheelchair. NURSE AIDE exits.)

MRS. ANDREWS
Please don’t lock me up.  I haven’t been bad.

NURSE 1
We’re just trying to help you.  You don’t want to break your hip. (pushes MRS. ANDREWS to the window)  Now, you watch the birds. (walks to the nurses’ station and looks through files)

MRS. ANDREWS
Why are you leaving me here? Can’t someone help me?  I haven’t been bad.  I need to go.

(KAYLA enters holding a stuffed dog behind her back. She starts toward MRS. ANDREWS, who doesn’t see her.  NURSE 1 stops KAYLA.)

NURSE 1
Ms. Andrews, could I speak with you a minute?

KAYLA
Sure. Is something wrong?

NURSE 1






She was screaming – something about having to pick up her children from school.  She crawled over the bed railings and was on the floor.  The nurse tried to tell her that it was the middle of the night and that her children were grown, but that only made her madder, and she started hitting the nurse.  So, they had to tie her in the bed for her own safety.  Then, she crawled out of the wheelchair this morning, so we put a Posey vest on her so she couldn’t crawl out.

KAYLA
Thanks for letting me know.

(NURSE 1 walks to the nursing station, looks over patient charts. MRS. ANDREWS is yelling.  KAYLA walks towards her and puts the stuffed dog on a chair.)

MRS. ANDREWS
Help me please!  I have to go and no one will help me.

KAYLA
Do you need to go to the bathroom?  

MRS. ANDREWS
Yes honey. They have me locked in here.

KAYLA
Well, let me see what I can do. (tries to untie the vest)  

MRS. ANDREWS
Nobody will take me to the bathroom.  That girl just told me I could go in my pants if I needed to because she put a diaper on me.  But honey, I don’t want to go in my pants.  

KAYLA
I’m sorry, Mom.  I wish I could be here with you.

MRS. ANDREWS
I know you have to work.  But I am trying to be good, and they just don’t treat me right.  

KAYLA
I can’t seem to get this untied.  

(NURSE 1 crosses KAYLA and MRS. ANDREWS)

KAYLA (Continues)







(NURSE 1, MRS. ANDREWS exit. KAYLA sits on the chair next to the stuffed dog, takes out her phone and places a call.) 

KAYLA
Where are you, Mark?  I’m at the nursing home.  I wanted to tell you that they offered me the promotion today.  But, with 75% travel, how can I do it with Mom?

(Jim enters and crosses to KAYLA.)

KAYLA (Continues)





It’s Kayla Andrews.  I met you at the support group meeting?

JIM
Oh yes, I’m sorry, I’m a bit distracted today.  

KAYLA
Is your wife all right?

JIM
Not at all.  It’s horrible.  She’s been violent with the staff, so they have this cage . . . a fishnet cage thing around her bed so she doesn’t hurt anyone.  I don’t know if she knows me at all.  I go into her room and all she says is, “Leave me alone,” and, “Go to hell.”

KAYLA
I’m so sorry. 

JIM
Now, Claire stopped eating, so the nurse has called in hospice.   I was just in the chapel . . . screaming at god . . . as if that would help.  I mean, I don't understand any of this.  How could he let a beautiful, intelligent, caring woman turn into this . . . this monster?  We didn’t create this situation, and it isn’t within my power to make Claire well.  That’s up to Him . . . If there really is a God out there, how could he let this happen?  

KAYLA





(NURSE 1 enters, pushes MRS. ANDREWS to KAYLA.  MRS. ANDREWS is crying.)  

NURSE 1
Your mother took care of her business. (exits)

KAYLA
Why are you crying?  Didn’t the nurse help you?

MRS. ANDREWS






My husband.  I loved him so much and I can’t remember his name.

KAYLA
His name was Howard. 

MRS. ANDREWS
Howard.  I loved him so much . . . I don’t like it here.  I want to go home.

KAYLA




Oh honey.  He is so cute.  I love him.  I’ll call him Howard.  Are my roses still blooming?

KAYLA
I think there may be a few left.  Would you like me to bring some up to you?

MRS. ANDREWS
I would love that . . . I am really sorry that I have been such a problem to you.

KAYLA
You are not a problem.  You know I love you.

MRS. ANDREWS
I know you do.  But you’re always here, and you have so much work to do for your school.  I don’t want to be a burden on you.  I want to see you graduate.  I want to see you be a doctor.  Promise me you won’t quit. 

KAYLA
I promise.  Now, you better get some sleep.  I’ll be back tomorrow.

MRS. ANDREWS
You won’t let them tie me up will you?

KAYLA
I’ll see what I can do. 

MRS. ANDREWS






You start it for me. Okay?

KAYLA




 Who art in heaven.

(KAYLA and MRS. ANDREWS speak together, but MRS. ANDREWS lags behind KAYLA and misses a few words.)

KAYLA and MRS. ANDREWS
Hallowed be Thy name.  Thy Kingdom come, Thy will be done, on earth as it is in heaven.






Now, let’s get you to your room.  I’ll see you tomorrow.









(Next day.  Nursing home common area.  NURSE 1 at nurses’ station. MRS. ANDREWS sits in a wheelchair in front of the nurses’ station.  She is slumped over in her wheelchair and tied in the wheelchair with Posey vest.  Her stuffed dog is in her lap.) 

KAYLA
(enters, walks behind MRS. ANDREWS, and puts her arms around her)
How are you doing today?  (gets no response, walks to the nurses’ desk)  My mother seems to be having seizures. Have you called the doctor?

NURSE 1






Okay.  Let me try to get him. (pulls out a chart, picks up the phone and places a call)  

 (KAYLA walks back to MRS. ANDREWS, takes her hand. MRS. ANDREWS does not respond.  NURSE 1 writes something on a pad and returns to KAYLA.)

NURSE 1 (Continues)
Dr. Klein’s partner, Dr. Boaz is on call tonight.  He wants her to go to South Hospital Emergency room.

KAYLA
But Dr. Boaz practices at General. Why does he want her to go to South?

NURSE 1
I really don’t know. Do you want me to call him back and see if he can take her at General?

KAYLA
I would appreciate that.  Thanks.

 (NURSE 1walks back to the desk, places a call, talks, then covers the mouthpiece and calls to KAYLA.)  

NURSE 1
Ms. Andrews.  The doctor doesn’t want her to go to General.  Do you want to talk to him?

KAYLA
Yes.  Thank you.  

(KAYLA walks to the nurses’ station.  NURSE 1 hands her the phone)

KAYLA (Continues)
Dr. Boaz.  This is Mrs. Andrews’ daughter.  Why won’t you take her at General? . . . Yes, I know that her doctor practices out of South, but she’s very upset with him right now and doesn’t want to see him . . . Yes, but besides that, she received much better care at General. You followed her there before.  . . .  Well, okay! 

(KAYLA slams the phone down and looks at NURSE 1.)  

KAYLA (Continues)





 (KAYLA takes a business card out of her purse and dials a number.)

KAYLA








(Two months later.  Hospital room.  MRS. ANDREWS sits in bed, her stuffed dog beside her. KAYLA stands next to her.)

MRS. ANDREWS






Isn’t he so good looking?  I really like him.

KAYLA















Have you seen him yet?   He’s really good looking. 

DR. REYNOLDS
(enters, holding a chart)




I’m a - - a . . I’m fine.

DR.  REYNOLDS
Well that is just great.  (pets the stuffed dog)  He doesn’t bite, does he?  (to KAYLA)  Hello Ms. Andrews.  It’s good to see you again.  (shakes KAYLA’S hand)

KAYLA
Please call me Kayla.
DR.  REYNOLDS
Alright . . . Kayla.  You mom is looking much better, isn’t she.

KAYLA
She does look good.

DR. REYNOLDS
She has been having a few seizures today, so I am going to watch her closely.  But right now . . . (to MRS. ANDREWS)  I need to ask you a few questions.  Is that alright?

(MRS. ANDREWS smiles and nods.)

DR. REYNOLDS





Do you know what today’s date is?

MRS. ANDREWS
Ah . . . You know I have been here for a long time.  I really don’t remember.

DR. REYNOLDS
That’s alright.  Half the time I have trouble remembering the date.  Do you know what day it is?

MRS. ANDREWS
 Um . . . I’m afraid I don’t know that either.

DR. REYNOLDS
Okay.  How about the year?  Do you know what year it is?

MRS. ANDREWS
Nineteen - - an - - nineteen . . . ah . . . something.  I think.

DR. REYNOLDS
That’s good.  Do you know where you are right now?

MRS. ANDREWS
I’m here with you.

DR. REYNOLDS
That’s true.  Do you know what place you’re in?

MRS. ANDREWS
I guess it’s the hospital.
DR. REYNOLDS
Do you know which hospital?

MRS. ANDREWS
It’s the one my daughter brought me to.

DR. REYNOLDS
You’re in the rehab hospital. Do you remember coming here?

MRS. ANDREWS.
No.  How long have I been here?

DR. REYNOLDS






Yes, the president of the United States.

MRS. ANDREWS
Ah - - Let me think - - He’s - - ah  - - he’s  - well I can’t remember his name, but he’s good looking and I voted for him.










(Three months later.  Caregiver support group meeting.  One month later.  All support group members are there.)

KAYLA






Yep, third one.  But, luckily, we found another one here in town.  She’s been there for 3 months.  And so far, so good.

CRYSTAL
Gwendolyn, is everything okay?  You’re pretty quiet today.

GWENDOLYN
I know I should have stopped Momma from driving. I’ve tried to keep the keys away from her. But taking away the car is like taking away their independence.  Well, a few weeks ago …  





Gwen!   Where are you?   I need you to help me . . . you need to look at my car - -

GWENDOLYN
(enters and looks out the window)
It looks like you had an accident. What happened?  

MRS. SMITH
I don't know.  The car just went (gestures frantically.) and this big thing came... and the car went... like this and then there was a noise . . . and I . . . I don't know what happened.

GWENDOLYN
Mom, the whole front of your car is damaged.  What did you hit?

MRS. SMITH
I don't know.  Did I hit somebody?

GWENDOLYN




Oh my God, I didn't see anybody.   Did I hurt them?

GWENDOLYN
You must've done a hit and run.  I need to call the police.

(MRS. SMITH starts to cry and appears confused.  GWENDOLYN takes out her cell phone, dials and begins talking.)

GWENDOLYN (Continues)
Hello. This is Mrs. Chambers. I'm calling about my mother.  She . . . ah . . . the car she was in was in an accident . . . Yes, that’s the kind of car she drives . . . What?  She hit a black man?

MRS. SMITH
I hit a black person?  I like black people.  I wouldn't want to hurt them.

GWENDOLYN
 (covering phone)  It’s okay.  (to the phone)  Did she hit a person or a car? . . . Oh good, was anyone hurt? . . . Was it her fault?

(Lights cross fade back to the support group.  MRS. SMITH exits.  GWENDOLYN rejoins the group.)

KAYLA
My mom still has her car, but she hasn’t talked about driving lately.  I don’t know if she even remembers she has a car.

GLORIA
I wish Dad would forget.

GWENDOLYN
Well, at least Momma wasn’t hurt.

CRYSTAL
But, it’s so hard to take their car away.  I finally had to when Joseph kept getting lost.  

(Lights cross fade from group to split stage – JOSEPH, standing by a wall on his cell phone. CRYSTAL is across stage, talking and on her cell phone.)

JOSEPH
I can't seem to find the bank, Crystal.  Did they change their location?

CRYSTAL








Okay, tell me you where you are right now.

JOSEPH
I told you, I'm on the highway.

CRYSTAL






Well, tell me exactly what you see around you.

JOSEPH
I just went through a whole lot of stoplights and - -

CRYSTAL
-- Stoplights!  You shouldn’t have gone through any stoplights on the highway.  Okay.  What else do you see around you?

JOSEPH
Let's see, I just passed a cemetery.

CRYSTAL







Well, why don't you stop and ask somebody?

JOSEPH






Because, they'll think I'm crazy or something.

CRYSTAL
Well, how do you expect me to find you if you don’t even know where you are?

(Lights cross fade back to group. JOSEPH exits.  CRYSTAL rejoins group.)

GLORIA
I think it’s hardest when they lose the ability to hold a rational conversation.  Here is someone you’ve always been able to talk to – to confide in – and all of a sudden, that ability is gone.

BARBARA
I know.  Lately I have to explain everything to my Lynn . . . over and over . . . to the point I begin to think I’m the crazy one. 

GLORIA
I’d say the Serenity Prayer a lot before I tried to deal with my mom. You can't reason with somebody with Alzheimer's, but I kept trying to.  All I got was more frustrated and distraught.  

BARBARA
I sure understand that.  Lately, Lynn’s had a real hang-up about time.  A van picks her up and takes her to work. But, the past few weeks, when the van comes, she looks at her watch and says, “I'm not going. They're too early.” And, she will not get on the van.  Then if I do get her on, she doesn’t want to get off when they bring her home.  It’s like having a rebellious two-year-old, except with a two-year-old, you can pick them up and put them where you want them.

CRYSTAL
A two-year-old, that’s a good way to put it.   I mean it's just amazing . . . all the different emotions . . . all of the loss that you feel.  You know once having a partner and now you have to take care of this little kid who can't remember anything and acts like a two-year-old. (pauses) 

GLORIA
I understand.  We finally had to move Mom into assisted living.

BARBARA
How is she doing?

GLORIA







A real dog – a cockapoo.  We would have moved her lot sooner, but no place would take her dog, and she wouldn’t move without it.

CRYSTAL




She was pretty angry at first.  She’d go to the nurse, “Where's Gloria?  I need you to call her.” So, they’d call me, and I say, “Mom, how are you?” “Ah, it's you, thank God. You've got to rescue me!  You’ve got to get me out of here.”

JIM
Is she doing better now?

GLORIA
I think so. She’s very social and has befriended the sweetest lady who lives there.  It’s so cute.  Mom takes her by the hand and helps her. And, they talk to each other— more or less. 

CRYSTAL
I am getting to the point where I may have to start thinking about something similar for Joseph.  I get so angry at him.  And I know that is the stupidest thing.  I know he’s sick. I know he's not in control.  I know all those things, but I still get really angry.

JIM
There were times I was so mad at Claire . . . I’d curse her. I’d scream at her.  Now that she’s dead, I read that this is the extreme opposite thing you should be saying.  

(Lights cross fade from group to JIM’s kitchen.  CLAIRE is talking to herself with a broom in her hand as if she is trying to chase the people out of the kitchen.)

CLAIRE
(very upset and angry)




What do you want now!

CLAIRE





(looks around – obviously frightened)
Look... all the people.

JIM
What in the hell are you talking about.  There's nobody in the kitchen.

CLAIRE
Yes there is.  I can't do anything, because they're in my way.

		JIM








Would you to shut up, Claire.  I'm sick and tired of you making up all these imaginary people.  Why don’t you go take a nap?  Then you can dream that there aren't any people in the kitchen.  

 (Lights cross fade from kitchen back to group. CLAIRE exits.  JIM rejoins the group.)

GWENDOLYN
I think we have to learn to forgive ourselves.  As hard as it seems, we have to keep telling ourselves it is the disease we are angry with.  The person is still the person we love.

GLORIA
But, sometimes out of the blue, they can be so rational.

JIM
It is amazing, isn’t it?  Once, before my Claire got really bad, I went to visit her at the nursing home. She looked me right in the eye and she said, “How would you feel if I put you in a place like this?” Now, that's rational thinking.  She hadn't had a rational thought in 2 years.  

KAYLA





(talking through her tears)
But, there are things that are so hard to communicate . . . We had a real tragedy in our family recently . . . My grandson, who lived in our garage apartment, was in an accident, and . . . he died. He was only 25. We were both really attached to him. Lynn just doesn't understand.  She still wants to know where Jimmy is.  You can’t convince her that he's not coming home.  You might say, "Jimmy won't be here today.” And she'll say, “He might.” 

GWENDOLYN
Is there anything we can do to help?

BARBARRA








(Four months later. Small office. ADMINISTRATOR 1 sits behind a desk. KAYLA sits in a chair across from him.)

ADMINISTRATOR 1
Thank you for coming, Ms. Andrews. 

KAYLA
I’ve wanted to talk to you, too.  I’ve been really upset about how my mother’s been treated.  

ADMINISTRATOR 1
I did receive a call from the ombudsman, about some of this I am sure, but go on.

KAYLA




You know we are short staffed, as are all the facilities in this area.  Go on.

KAYLA
I guess that’s why no one’s able to help her to the bathroom when she needs to use the toilet.

 (ADMINISTRATOR 1 continues to write his note, but doesn’t respond.)

Also, twice when I visited, she was tied in her bed with a Posey vest.  The first time, she had scooted down in the bed and had almost hung herself.  The second time someone had twisted the Posey vest like a rope and tied it around her stomach and then to the bed rails.  It was so tight that it was cutting at least an inch into her stomach.  She was stripped naked and was wet.  I couldn’t untie her, and the nurse had to cut it off with a scissors.  What if there had been a fire?

ADMINISTRATOR 1
Ms. Andrews, you know your mother is impossible to manage at times. We try our best, but we’re just not set up to handle her problems. Maybe you need to take more responsibility.

KAYLA
I would love to care for her at home, but because of her behavior problems, I’d need two caregivers, 24 hours a day. Even if I took the role of one of the caregivers, it would still cost me over $140 thousand dollars. Where am I supposed to get that kind of money?  

ADMINISTRATOR 1




After she moved in, you said she needed psychiatric care. So as soon as she had a clear moment, she signed herself into the psychiatric hospital. For 3 weeks, they kept adjusting meds, but the psych meds reacted with her seizure medicine.  So basically, they said there was nothing more they could do.  

ADMINISTRATOR 1
I can certainly appreciate your problems, but I hope you can appreciate mine.  Your mother has become a danger to our staff.  Today at lunch, she stabbed a nurse aide with a fork because she was upset she hadn’t been served food.  Luckily, the aide wasn’t hurt, but, she could have been.

KAYLA
Don't you use plastic forks?

ADMINISTRATOR 1
We do, but they’re still dangerous.  You realize her behavior problems are getting worse.  I'm afraid she has become a danger to our staff, as well as to other residents, and we’re no longer able to provide the care she needs here.

KAYLA
So what are you telling me . . . you want me to move her to another facility?

ADMINISTRATOR 1
No, that's not exactly what I'm saying.  We felt her behavior required more immediate action since she’s a threat to herself and others, so we went into court today and filed a procedure to have your mother committed to the state mental facility.

KAYLA
You can't do that.  I have power of attorney over her.

ADMINISTRATOR 1
I'm afraid we can, and we have.

KAYLA
You've got to give me the opportunity to find another nursing home.

ADMINISTRATOR 1
I don't think you understand, Ms. Andrews.  There isn't another nursing home that will take someone who attacks staff.

KAYLA





I'm sorry, there's nothing else I can do.  The paperwork has already been signed.  This is out of both of our hands now.

KAYLA
So what happens next?

ADMINISTRATOR 1
The mental police will pick her up this evening and take her to the state hospital.  The nurse is getting her things prepared.

KAYLA
The mental police?  Absolutely not!  I'll take her myself.

ADMINISTRATOR 1
I don't think they will allow that.

KAYLA














We’re at the hospital.

MRS. ANDREWS
This doesn't look like the hospital to me.  I don't like this place.  I want to go home.

NURSE 2




(picks up bag and pushes MRS. ANDREWS to the nurse)
This is Mrs. Andrews.  I’m her daughter.	

NURSE 2
(looking over paperwork on a clipboard)
Yes. . . we got all the paperwork.  I'll take her from here.  (starts to reach for the wheelchair)

KAYLA
Wait!  Can I go with her . . . to help her get settled?

NURSE 2





(KAYLA hands the bag of clothes to the nurse.  The nurse takes the stuffed dog off MRS. ANDREWS' lap and gives it to KAYLA.)

NURSE 2 (Continues)
I'm sorry. You'll have to keep this.

MRS. ANDREWS
That's my dog, you can't take him!

KAYLA
She loves that dog.  Can’t she keep it with her?

NURSE 2
No, I'm sorry; she can't take anything back with her.

MRS. ANDREWS
Please don't take him.  Please don't take my dog.  (begins to cry)

KAYLA
Mom, I'll take him home with me, and I'll bring him back to visit you tomorrow.  He'll be okay.  I have to go now.  You need to go to sleep, and I need to go to sleep.

MRS. ANDREWS
Honey, please don't leave me here.  I'm scared.  I want to go home.

KAYLA
Mom, you need to be here.  They'll take good care of you, and I'll be back in the morning.

NURSE 2
We’ll have her in tests all morning.  You can visit after five tomorrow.

KAYLA
Not 'til after five?  All right.  (to MRS. ANDREWS)   I'll be back tomorrow afternoon. I promise.

MRS. ANDREWS
Do you have to leave me here, honey?  I'll be good.

KAYLA






I love you Mom.

MRS. ANDREWS
I love you too, with all my heart and soul.









(Next day.  Small sterile room with two chairs. KAYLA sits in a chair. NURSE 2 enters with MRS. ANDREWS in a wheelchair, then exits without speaking.  MRS. ANDREWS is lethargic.)

KAYLA
Hi, Mom?  Look who I brought to see you.  (hands MRS. ANDREWS the stuffed dog)

MRS. ANDREWS
(hugs and kisses the dog)
This company is not very nice.  Can I go home now?

KAYLA
Not yet.  They're going to try to help you.

 (MRS. ANDREWS starts to cry loudly.)

Don't cry Mom.  I'm here. (notices small tremors on MRS. ANDREWS’s right side)  Are you feeling okay?

MRS. ANDREWS
I don't feel real good.

KAYLA
Let me go talk to the nurse for a minute.  

(KAYLA walks to the door and knocks.  She waits, then knocks again and then bangs loudly on the door.  There is still no response.  She walks over and sits in the chair in front of MRS. ANDREWS and rubs MRS. ANDREWS’ arm.)

MRS. ANDREWS
Hi honey. I'm so glad you're here.  I thought you left.

KAYLA




Can I help you with something?

KAYLA
Yes, I think she's having seizures.  Can you give her some medication or something?

NURSE 2
Not without doctors’ orders.  The doctor will be here in the morning. He can check her then
KAYLA
Well, can you call the doctor and see if you can give her something?

NURSE 2
Ms. Andrews, the doctor gave strict orders not to give her anything. He took her off all of her medications today, to sort of dry her out.  He’ll start her on her new psych meds in the morning. 

KAYLA
 They took her off her medicine?  Her seizure medicine?

NURSE 2
She's not on any medication at the moment.

KAYLA
No wonder she's seizing!  Look, she goes into comas if the seizures aren't stopped.  Please, she needs to see a doctor now or go to the emergency room.  

NURSE 2








Look at her.  How do you think its going?

MARK
It looks like she's seizing.

KAYLA
Probably because they took her off of her seizure medication.  I don't think the patients are the only crazy ones around here.

MARK
She needs to go to the hospital.

KAYLA






You have to knock on the door.  And maybe if you're lucky, she'll come.





(MARK continues knocking.  NURSE 2 comes to the door.)

NURSE 2
I did talk to a doctor.  He left instructions for a neurologist to see your mother in the morning.

MARK
My mother needs to go to the emergency room.  Her neurologist practices at General.  He can give her something to stop the seizures.

NURSE 2
(walks over to MRS. ANDREWS)
Well, it looks like her seizure activity is increasing.  Let me see if there is anything else I can do.

(NURSE 2 starts to exit.  MARK stops her.)
MARK
So, can you get her into the emergency room at General?

NURSE 2
Well, I can see if we can send her to the emergency room, but we have to take our patients to South Hospital.

MARK
South?   General is just across the street . . . practically . . . and, her neurologist practices there. South is across town. 

NURSE 2
South is the county hospital.  That's where we are required to send our patients.

KAYLA
But she has Medicare as well as private insurance.  Or, we will pay just to get her to General.

NURSE 2
Look ma’am.  She's a ward of the state.  You have no say in where she goes.

KAYLA







(Six months later.  Caregiver support group meeting.  All small group members are there except KAYLA. ) 

BARBARA
Gloria, how’s your mother doing?

GLORIA
Much better.  Mom’s really adapting to the assisted living.  In fact, I had the funniest incident with her last week when I went to pick up her dirty laundry. Now, she loves stuffed animal, but, when I went into her room, there were stuffed animals all over the place.  

(Cross-fade from group to MRS. ATKINS sitting on the side of her nursing home bed.  There are stuffed animals all over the bed.  GLORIA enters.) 

GLORIA
Hi Mom.  How are you doing today?

MRS. ATKINS
Oh, I have been okay, I guess.  It’s good to see you Gloria.


Mother, where did you get all these animals?

MRS. ATKINS






Um huh.  Aren’t they cute?

GLORIA
(picks up a stuffed animal and realized it has someone’s name on it)
You mean shopping in other people’s rooms?  

MRS. ATKINS
 They had everything laid out to take.  You know how I like to shop.

GLORIA




It's not mine . . . but I like it.

GLORIA
But mother!  Don’t you think the person who owns it might like it too?

MRS. ATKINS
I think it will look really good on me, don’t you?

GLORIA
 (opens a drawer and holds up several bras)
Mother!  Did they have a sale on bras? Oh my goodness, look at all of these.  What were you thinking? 

MRS. ATKINS
They were just so nice and - -

GLORIA
(holds up a tiny bra)




Oh my, these have nowhere to go.   

 (Lights cross fade back to group as the group laughs.  GLORIA rejoins the group.)

CRYSTAL
That is funny.   It really is nice to laugh.

GLORIA




I agree.  My sister is having a hard time with mom’s ‘new’ personality.  She cries every time we talk.  I finally just said, “You need to enjoy how she is now – and not think of what she used to be.  Because there’s still little parts of who she used to be.  The brain is just gunked up.” 

KAYLA
(rushes in the room and sits down)
I’m sorry I’m running late, but things have just gone crazy.

JIM
Well, look who’s back. We’ve been wondering how you were doing.  I think it’s been 6 months since we’ve seen you.

KAYLA
It’s been really bad.  Not only did mom get kicked out of the nursing home, they committed her to the state mental hospital . . . And then, the state hospital kicked her out.

BARBARA
Were you able to find another nursing home?

KAYLA






Then, a few days later the administrator told me I was nothing but a troublemaker.  And, if I really wanted to get good care for my mother, I should “butt out.” 

GLORIA
That had to hurt.

KAYLA
You know, I only want to help her.  One afternoon they had her sitting in the courtyard in the sun . . . tied in her wheelchair. I mean, it’s May in Texas. She’d been there most of the day.  You think they’d have more sense than to put her in the sun without water or a way to get help. 

GWENDOLYN











(Two months later. Nursing home room. MRS. ANDREWS is in bed, unresponsive. KAYLA is beside her.  MARK enters.)

MARK
What’s going on?  On my god.  She looks awful.

KAYLA
She’s been like this over an hour, and they still haven’t got hold of Dr. Garcia.

MARK
Figures . . . You know Kayla, if Mom goes into another coma, Dr. Reynolds is going to ask us again if we want to put a feeding tube in her stomach, or if we want to just let her go.  Have you thought about that?

KAYLA
I have.  I think the tube may be the best option.

MARK
Do you really think that’s want Mom would want?

KAYLA
I don’t think she would want to starve to death.  I just can’t do that Mark.

MARK










No.  He - - 

MARK
-	- That is NOT acceptable!  I am sick and tired of this doctor’s incompetence!  I want you to
 call her neurologist NOW!

NURSE 3
I can’t do that.  I have to follow doctor’s orders. And he said - -

MARK
-	- Then I want to talk to this doctor. (exits with NURSE 3)
KAYLA
Mom, you have struggled so long.  It is ok to die . . .   Dear God; I know I don’t pray as much as I probably should.  I mean, I’m not the most religious person, but my mother is.  She doesn’t deserve this.  Please just give her peace . . . Our Father - - (stops talking as she hears Mark yelling on the phone.)

MARK
(standing at nursing station on the phone, yelling at the doctor)
























(Four months later.  Caregiver support group meeting.  All members are there except Gloria. ) 

BARBARA
I guess if they wouldn’t let your brother go back, they wouldn’t let your mom go back either?

KAYLA
No, but that was okay.  Mom was on a waiting list for a non-profit nursing home that had a late stage dementia unit. Two days before she was released from the hospital, they called and said they had a room.

JIM
I wish I had that kind of luck when I go to Vegas.  Maybe I should take you with me.

KAYLA
And, the staff has been wonderful.  They even put her in a private room close to the nurses’ station.

BARBARA
That does sound perfect.

KAYLA
It was, for the first few months.  Then she started acting out.  The nurses started calling me at 2 or 3 in the morning, telling me that they couldn’t manage her.  So, I get up, drive 30 minutes to get there, talk to her until she fell asleep, and then drive 30 minutes back.  But, this is really wearing me down, because I have to go to work in the morning.  

GWENDOLYN
Girl, no wonder you look a mess.  You really need to get some sleep.  

KAYLA
But don’t you see?  I can’t.  They’ve got to keep her because I don’t know where else to take her.  

GWENDOLYN
Umm . . . umm.  You need to get a life.

KAYLA




I’ve just stopped calling my friends.  I don’t think they realize this is my life.  They can’t understand what caretaking is just by visiting.  They have no idea what's involved unless they spend 24 hours with you.

BARBARA
So what happened with the neurologist?

KAYLA
Dr. Reynolds wants the nursing home to give him a letter saying they would let him follow mom for her neuro problems. He also wants to admit her to rehab so he can adjust her meds.  So I told the nursing home what I needed, but the medical director refused to give me a letter.  He didn’t think Mom needed to see a neuro specialist.

JIM
You have got to be kidding.  How can he say that, when she has dementia and seizures and stuff?

KAYLA
I know.  But, her neurologist is a Godsend.  So, I am going to work with Dr. Reynolds to try and get her to the rehab.  

(GLORIA enters and sits.) 

BARBARA
It’s good to see you back, Gloria.  We haven’t seen you in months.

GLORIA






Not really. Right after the meeting a few months ago, I took Dad to the nursing home to visit Mom.  Just as we pulled in their driveway, the nurse called and said Mom was having some respiratory distress.  I told her we were just downstairs and would be right up.  As soon as we entered the building, she called again and said, "It’s too late.  Your mom is dead."  And it’s like – holy crap!  I’ve got Dad here in a wheelchair thinking he's going to see his wife.  What am I going to tell him?  When we went in . . . there . . . where she always sat . . .  she wasn't there.  And Dad said, "Where’s Emily? Where’s Emily, dammit?" You know, that was a real trauma . . . particularly for him.

CRYSTAL
How is he doing?

GLORIA
Not well at all.  I mean, I knew he had some dementia, but I was so worried about Mom, I guess I just hadn’t been focusing on his problems.  I don’t know, maybe he’s just reacting to Mom’s death, but he has become impossible to live with.  Lately, every time I try to help him, he starts screaming at me.  “You’re doing this wrong. You're doing that wrong.  Stop telling me what to do.” (sighs)  He’ll grab my arm and push me away, or he says some really mean things to me.  

CRYSTAL
Sometimes they can be so frustrating that you just want to kill them.

GLORIA




But, then I have this other side that’s extremely compassionate.  You know, on a cool morning, I'd go put a towel in the dryer, and I then go in – lift his blankets and put the warm towel on him.  And I think, "This is a guy that used to just mop the floor with me.  Isn't this odd?”

BARBARA








(Three months later. Interior nursing home room.  There is a small table in the room holding a coloring book and crayons.  MRS. ANDREWS sits in a wheelchair, looking towards a door, screaming, throwing stuffed animals at the door.  The room is messy with crayons and stuffed animals scattered about the floor.)

MRS. ANDREWS
You're so mean!  You're mean!  She hasn't been bad and you're so mean!  She's hungry and you don't feed her.  (starts crying)

KAYLA




(speaks between the tears)
  She's so mean. She won't let her eat.

KAYLA
 Who . . . are you hungry?

MRS. ANDREWS
She's so mean.  She hurts her.

KAYLA
(writes on a piece of paper "FOOD – HUNGRY)
Food. . . Hungry?  Hungry?

(MRS. ANDREWS looks at her confused.)





Coffee.  Yes, darling.  I would love some coffee.

KAYLA
Okay.  You be good and color for me, and I'll get you some coffee.

(KAYLA moves wheelchair to the table, gives MRS. ANDREWS a crayon.  MRS. ANDREWS starts to eat the crayon.  KAYLA takes it out of her hand.)

Mom! Don't eat that.  I'll get you some coffee and some food.  Okay?  Now, you color for me.  

(Kayla puts a crayon in MRS. ANDREWS' hand, shows her how to color, and starts to walk out of the room.) 

NURSE 4
(enters with a paper cup in her hand)
Hello, Kayla. I was walking by and thought I heard you mention coffee.  (hands KAYLA a cup of coffee)
KAYLA





(KAYLA sighs and starts to turn away.)

NURSE 4 (Continues)
I'm glad I caught you.  I need to talk to you.

KAYLA
I don't like the sound of that.

NURSE 4












I'm sorry. But, there was an incident today - -

KAYLA
-	- So what's new?

NURSE 4
She was sitting in the dining room screaming because she didn't have any food.  And then she took her glass and threw it.  It hit one of the nurses on the head.

KAYLA
What was she doing with a glass? . . . Was the nurse hurt?

NURSE 4
No, but they had a meeting and agreed that they just can't manage her here.  You know her behavior problems and all.

KAYLA
What am I supposed to do?  I can’t find any other place that will take her.

NURSE 4





(KAYLA walks to MRS. ANDREWS and puts her arm around her.)

MRS. ANDREWS
Hi, sweetheart.  Look what I made for you.  (show KAYLA the drawing which is just some scribbling on a page of a coloring book)

KAYLA
 It's beautiful, Mom.  Here, I brought you some coffee.   (hands MRS. ANDREWS the coffee)  

MRS. ANDREWS 
(takes a sip of the coffee)
Mmmm, that's good . . . I love coffee.

KAYLA
I know.  And, I love you.

MRS. ANDREWS
I love you too, sweetheart . . . with all my heart and soul.

KAYLA
Now, you keep coloring for me.  Okay?

(MRS. ANDREWS puts coffee down, turns back to the table and starts coloring.  KAYLA picks up a telephone book off the table, walks to a chair, sits down and looks through it.  She takes out her cell phone and makes a call.)

Yes, hello.  My name is Kayla Andrews. I understand that Mr. Peters is an elder lawyer. . . Yes, I need some help with a nursing home situation . . . Oh, when will he be back in the office?  . . .   Yes.  I understand.  I'll just call back next week then . . . No, that's okay.  Thank you.  





Hello Dr. Jacques . . . I know you're probably with a patient right now, but I need to talk to you.  I know it's been a while since I've seen you, but . . . You once told me if I was ever in this situation I should call you.  My mom is getting kicked out of another nursing home and . . . well. . . I've looked everywhere and there's no place for her to go.  I don’t know what else to do.  I think I'll just put her in the car and drive us both over a cliff . . . you know, I just don't know what to do - -

MRS. ANDREWS












(A few days later. Caregiver support group meeting.  All support group members are there except KAYLA.)

GWENDOLYN
Well, Momma’s running away again.  And my sister in Sacramento calls me to tell me how to take care of Momma, but she never comes down to help. Now she’s saying Alzheimer’s is curable, but I take Momma to geriatrics.  If it was curable, they would already have her on that pill.

CRYSTAL
Have you ever taken your mom to the adult day care center here?  

(GWENDOLYN shakes her head no.)

Joseph goes a few days a week, and they’re wonderful with him. Just last week, he pottied in his pants.  One of the lady volunteers took him to the bathroom to help him clean up.  Well, he absolutely would not let her.  He closed the door on her head.  I can understand why he didn't want her to help him – you know – but they were very good about the whole situation.

BARBARA
The center is wonderful.  It probably, actually saved my life.  It gives me some much-needed time for myself, and it helps Lynn maintain . . . what life she has.  Now that she’s quit her job, she goes to the center 4 days a week.  In fact, it’s the only place she really wants to go.  I think she would be much further along, much worse off, if it wasn't for the day care.

GLORIA
I could give you a name of the lady that takes care of Dad.  She’s been a lifesaver and has spread out the time we’ve been able to keep him at home. Now Dad’s becoming more stubborn. I think he needs . . . you know . . . a leash. (laughs)  But we’re considering putting him in the assisted living where we had Mom. Gwen, you might check out this facility for your mother.

GWENDOLYN
Absolutely not!   I refuse to put Momma in a home.  I will keep her for as long as she lives! 

JIM
If she keeps running away, you’ll need to get Gloria’s leash if her dad no longer needs it.

(Group gives JIM a dirty look.)

BARBARA
I understand where Gwen is coming from, because Lynn is at the stage now where she doesn't tell you if she's hungry, uncomfortable, nothing.  How do I know that somebody else is going to be there to help her if she doesn't ask?  And, if you don't supervise her bath or brushing her teeth, it wouldn't be done.  I just couldn’t put her in a home. I have to know what kind of care she gets.

KAYLA
(rushes in and sits down)
I’m sorry - - 

JIM









Mom’s getting kicked out of the nursing home . . . again. I’m not supposed to find out until her care plan meeting tomorrow, but the nurse told me Friday.  And, I just went crazy.  I called my old therapist . . . just to talk . . . but I got her answering machine.  So I left a message saying I felt like putting mom in the car and driving over a cliff.  When I got home, a police officer was waiting at my door.

BARBARA
Why was he there?

KAYLA
I think my therapist thought I was suicidal or homicidal and called the police.  He talked to me for about a half hour.  I guess to make sure I wasn’t going to go off and kill a lot of people.  But what was worse is the police called the nursing home and warned them that I may be dangerous.

JIM
I wondered why the police had the interstate barricaded Friday night.  They were just waiting for you to head to the nursing home.

GWENDOLYN
Sometimes, Jim - -

KAYLA
-	- But then when he left, I felt lost.  I hadn’t a clue what to do.  But a few months ago, I joined






















 (Next day.  ADMINISTRATOR 2 sits behind a desk.  He is on the phone.  A chair placed across from the desk.)

ADMINISTRATOR 2
Yes. I’ve got all the information right here.  And, I've signed all the paperwork . . . All right, she's here.  (stands up) Ms. Andrews?  Would you come in and have a seat?

(KAYLA enters carrying a note pad and a purse and then sits. ADMINISTRATOR 2 moves back to his desk and sits.)

ADMINISTRATOR 2
Before we get started, I have a letter I would like you to read.  (hands KAYLA a letter)

KAYLA
No.  Before we get started, I would like your permission to tape record this meeting. (takes a tape recorder out of her purse, places it on the desk, then reads the letter)

ADMINISTRATOR 2
Well – I guess its okay.

KAYLA






(takes out a piece of paper and reads it)
You say you are unable to manage her behaviors.  Do you think you have made reasonable accommodations to try to manage them?

ADMINISTRATOR 2
I think we have done the best we could, but we still can’t manage her. Safety is our major concern. And just last week, she threw a glass in the dining hall and hit a nurse in the head.  The nurse could have been hurt, or worse . . . the glass could have hit another resident.

KAYLA
I understand, but can I ask you why you would give someone with behavior problems a glass?     . . .  Are you also aware that my mother is one of the first residents brought into the dining room?  Then, she just sits there, not knowing why she’s not being fed, while the staff brings everyone else in, and other residents are being fed.  Do you think bringing her into the dining room and just letting her sit is the best way to handle her meal service . . . It seems to me that it would be more reasonable to bring her in last when there’s less time for her to get agitated and confused.

ADMINISTRATOR 2








I'll check into that myself.

KAYLA
(looks at her notes)
Lastly, I believe mom’s medications are off – which could increase behavior problems. Since I can’t get her to the neurologist, Dr. Reynolds offered to put her in the rehab hospital and adjust her medications.  The rehab was willing to take her until they found out you wouldn't accept her back at this facility.  If you refuse to take her back, they refuse to admit her. She doesn’t even have a chance to get her behavioral issues straightened out.  Do you think that's reasonable?  

ADMINISTRATOR 2
(picking up the phone)
Let me talk to the nurse.

KAYLA









(One month later. Caregiver support group meeting.  All support group members are there, except Gwendolyn.)

CRYSTAL
I need to let you know that Gwen won’t be here today.  Her mother’s taken a turn for the worse.

JIM
Wow, I’m really sorry to hear that.  

GLORIA
There’s just so much grief . . . so much loss for everyone.

JIM
I know.  I remember when I first started coming to the group; I had a real hard time listening to all the stories.  Claire wasn’t that bad yet, but her doctor thought it might help me.  But, I’d leave the meeting and have this – like chest pain – from hearing everyone talk about all their problems. I’d think, “Oh my gosh.  This is what’s in store for me. This is what’s coming.”  I had to leave the group for a while because it was just too much for me.

GLORIA
Well, we’re glad you came back.

JIM
Yeah, I just had to work though all my fears.  I mean at that time, we had a big house, two cars, and went from two salaries to one.  I was worried about what I would do with the house when Claire got to the point where I’d have to put her in long-term care.  I was worried that something might happen to my job, and I needed insurance. If I lose my hospitalization, nobody was going to insure me because I had heart problems. And, I had to have some sort of insurance coverage for Claire, because it would have been years before she qualified for Medicare.

CRYSTAL
  I think we need some good news.

GLORIA





Well it’s nice to hear you laughing again.

GLORIA
I think having a nurse’s morbid sense of humor helps too.  If I didn't laugh, I’d probably had Dad in a nursing home a long time ago, or, I would have to be on . . . you know . . . some kind of drug. But, we’ve got it all figured out now.  You’ve got to have newspaper and rubber . . . You need scissors to cut off the pants and you need a husband to pass you baby wipes.  (laughs)  

KAYLA
I have some good news.

JIM
Yeah, you were here on time.

(Group gives Jim a dirty look.)

KAYLA
The nursing home let Mom go to rehab, and they’re taking her back.  For once, I stood up to them.

JIM
It’s about time you got some guts and stood up to those old geezers.

KAYLA
















It’s important to find those times when things are going right. As difficult as Joseph’s been lately, we still have special moments that make me feel really good.  For 55 years, we’ve snuggled up at night.  That's a wonderful feeling . . . if you can just divorce yourself from all the other stuff and just snuggle up to his warm back.

BARBARA
Is he still getting worse, Crystal?

CRYSTAL
He has good days and bad days.  He had a good day last week, so I took him shopping and…

(Lights cross fade from the group to grocery store.  JOSEPH is pushing a grocery cart.  He leaves it and runs offstage. CRYSTAL enters and starts pushing the cart.)

CRYSTAL
Where are you, Joseph?  Why don't you stay here with me?

 (JOSEPH enters with several boxes of cookies and puts them into the grocery cart.)

CRYSTAL (Continues)
Joseph, we don't need all of those cookies.
	
JOSEPH
But I like cookies.

 (A LADY walks by CRYSTAL and JOSEPH.)

JOSEPH (Continues)
I bet she likes cookies too. (to the LADY)  Do you like cookies?

LADY
Ah... yeah... I guess I do.

JOSEPH




Sorry, he has Alzheimer's.

JOSEPH
What do you mean?  (To the LADY)  I just have "Old Timers".





Where are you going now?

JOSEPH
I have to go to the bathroom.

CRYSTAL
But you just went before we left the house.

JOSEPH




Okay.  Wait for me!

 (Lights cross fade back to group.  CRYSTAL rejoins the group.)

BARBARA




You know, maybe I should look at your mom’s nursing home.  I think maybe it’s time.

GLORIA












(Two years later. Nursing home common area. JOSEPH pushes MRS. ANDREWS in wheelchair as they talk.  NURSE 4 crosses the stage, a clipboard in her hand. CRYSTAL enters.)

NURSE 4
Good afternoon, Mrs. Corvez. Joseph is doing great today.  I think he’s found a new girlfriend.
(looks at Joseph)  He’s been pushing her around all day.  And they’ve been chattering away.  Although, I don’t think either of them are chatting about the same thing.

CRYSTAL
He seems like a different person since he’s been here . . . much happier and a lot less resistant.

NURSE 4
We try real hard. I’m sorry, but I have to run.  I’ll be in the unit if you need me. (exits)

CRYSTAL




Can’t you see I’m busy!

CRYSTAL
Well . . . that’s all right.  I’ll just sit down over there and wait a little while.







(turns to see CRYSTAL)
Crystal, what are you doing here?

CRYSTAL
I moved Joseph here a few weeks ago.  I looked at several facilities, but then I remembered you telling us about the late stage dementia unit here.  And, I just resigned to the fact that it was time.  Boy, it’s been way over a year since we’ve seen you at group.  We’ve missed you.

KAYLA
Yeah about two years.  It’s been hard getting there since I moved.  Besides, I spend most of my time here with mom.  But I’ll try to get back there soon.

CRYSTAL
And your mom hasn’t gotten kicked out in 2 years?  That’s wonderful.

KAYLA
It’s amazing how much better she’s doing.  And, she hasn’t gone into another coma since Dr. Reynolds has been following her.  How’s your husband?

CRYSTAL
I think he likes it here.  The staff has been wonderful.  Joseph loves getting all the attention.  Last week, he fell in love with a little nurse’s aide and told everybody she was his girlfriend.  And, today it looks like he has a new girlfriend . . .  a resident.

KAYLA
Oh my goodness, that’s my mother.

CRYSTAL
Really?  Apparently, he’s been pushing her around all day and chatting.  I guess he didn’t want to be disturbed, so I told him I’d wait over here.  (looks at her watch)  But, I hope he comes soon, because I need to get home.

KAYLA
Let me help.  







Hi sweetheart.  (kisses in the air)  Have you met this nice man?  This is my mother.

KAYLA
No, I haven’t.  I’m Kayla, and actually, I’m her daughter.

(JOSEPH looks at KAYLA, but makes no response.  He pats MRS. ANDREWS on the shoulder, whispers in her ear, and walks over to CRYSTAL.)

JOSEPH
Okay.  Now what do you want?

CRYSTAL
Well, I just came to visit you for a little while.  I can’t stay for a long time.  So, if we’re going to visit, we better visit.

JOSEPH
We don’t have to visit!  You’re my wife!

(Lights cross fade from CRYSTAL and JOSEPH to KAYLA and MRS. ANDREWS.  CRYSTAL and JOSEPH exit.  KAYLA pushes MRS. ANDREWS over to a sitting area and sits beside her.)

MRS. ANDREWS






Didn’t you see?  He has a button missing. If you bring me a needle, I could fix it for him.

KAYLA
You think you could fix it, huh?

MRS. ANDREWS
Of course, I’m a tailor, aren’t I?

KAYLA









My brother.  He hasn’t come to see me in . . . in . . .  in - -

KAYLA




I didn’t know.  He usually brings me ice cream.

KAYLA






No.  Mark’s not dead.











No, I told you Mark is okay.  He should be here in a little while.

MRS. ANDREWS
Not, him.  My other baby.

KAYLA
I’m your other baby.

MRS. ANDREWS
No!  My other baby.

KAYLA
You don’t have any other babies.
MRS. ANDREWS
(getting more upset)
No!  My other baby!  He was just a little baby.  And when he came out - - it was just - - (gestures)  Poof.  And, he was dead.  Why did he die?

KAYLA




(stops crying followed by a long pause)






I am, honey.  But, I don’t want to leave you and Jimmy all alone.  You need me.

KAYLA
We do need you.  But, Mark and I will be fine. We’re strong. You just need to think about yourself.  I don’t want you to suffer.  I love you.

MRS. ANDREWS






No, mother.  I don’t think so.  I’m so proud of you.

MARK
(enters carrying a cup of ice cream)
Hi, Mom.  Look what I brought you.  (hands MRS. ANDREWS the cup)

MRS. ANDREWS
Ice cream!  I love ice cream.  Thank you, Jimmy.

(MRS. ANDREWS eats the ice cream.  KAYLA and MARK step away.)

KAYLA
So, what’s with this “Jimmy”?

MARK
The last few times I’ve come up, she’s called me Jimmy.  I guess she thinks I’m her brother.  I don’t know.  But, it kind of hurts.  I don’t know if she’s just forgotten my name, or if she doesn’t know who I am. 

KAYLA
Well, you shouldn’t feel bad.  She’s been calling me “mother”.  Wanna trade?  

 (MARK gives KAYLA a “dirty look”.)

KAYLA (Continues)






Yeah. . . like he died at birth or something.  Have you ever heard anything like that?

MARK




It seemed so real to her. I mean, nowadays when she talks, I don’t know if it’s about things that really happened or just happened in her mind.

MRS. ANDREWS
(holds out the empty cup)
I finished it.  That was so good, Jimmy.

MARK
 I’m glad you enjoyed it.

MRS. ANDREWS








(Two years later.  Nursing home room.  MRS. ANDREWS, in bed, in full body convulsions.  KAYLA enters and goes to MRS. ANDREWS.)

KAYLA




  I just left you a message.

KAYLA
How long has she been seizing?  

NURSE 5
The aide noticed it about 2 hours ago.

KAYLA
Have you called her neurologist?

NURSE 5
We called Dr. Sims and he said - -

KAYLA
-	- No!  Her neurologist – Dr. Reynolds.  

NURSE 5
No.  Dr. Sims wanted us to - - 

KAYLA
-	- You mean she’s been seizing for 2 hours and you haven’t called him?  You’re supposed to 
call Dr. Reynolds for all her neuro problems. They’ve been calling him for the past 3 years.

NURSE 5
I’m sorry, I’m new here.  I called Dr. Sims because he’s the medical director. He told me just to watch her 

KAYLA
Why didn’t he send her to the emergency room?  She needs something to stop her seizures and you can’t administer those medicines here?  

NURSE 5





(NURSE 4 exits.  KAYLA takes out her cell phone and dials a number.)





I’ve called EMS.  They’re on their way.

KAYLA
Have you called Dr. Reynolds?

NURSE 5
No - - 

KAYLA
I’ll call you back. (hangs up phone)  I told you, you’re supposed to call him for neuro problems.  It’s in her records.  (screams) Why, after everything?  Why couldn’t you just call him?   

NURSE 5
(hears sirens and looks out the window)
The ambulance is here.  You need to leave the room.

KAYLA
I can’t leave her.

NURSE 5
(moves KAYLA out the door)
You have got to get out so they can take care of her.  You want her to get to the emergency room, don’t you?

KAYLA








(Hospital waiting room.  KAYLA and MARK are sitting in chairs quietly.  Dr. Reynolds enters and walks over to KAYLA and MARK.)

DR. REYNOLDS
I have to be honest, it doesn’t look good.

KAYLA
I know.  I have never seen her look so bad.

DR. REYNOLDS
Apparently, she was in a tonic-clonic seizure . . . a generalized full body seizure . . . for over 2 hours.  Her brain was deprived of oxygen for a while.  Also, when she arrived at the emergency room, the ambulance attendants didn’t have her medical records – so the ER doctor gave her Ativan without knowing she had an allergy.

MARK
Oh no - - 

DR. REYNOLDS
The seizures seem to be controlled now, so we’re moving her to ICU, but I think you both need to consider what her life will be like after this.

KAYLA
She didn’t have much of a life before.  I don’t think she’s recognized us for the last several months.  She can’t walk.  She can’t feed herself.  And you’re telling me her quality of life is going to be worse?  (long pause)

DR. REYNOLDS
She was already in the late stages of dementia.  And now . . . if she comes out of this . . . she may be in more of a vegetative state.  You need to consider that.  You know if there was anything I could do for her, I would.

KAYLA
I know.  Out of all this mess for all these years, you have truly been a godsend.  I don’t know what we would have done if you hadn’t been her doctor.

DR. REYNOLDS
Well, I don’t know if I would go that far – I know we’ve had this conversation many times, but your mother has been resilient and always seemed to pull out of the coma.  We’ve discussed her wishes, and you agreed she wouldn’t want to live in this condition.

MARK
Dr. Reynolds, we trust your opinion.  What are our options?

DR. REYNOLDS




I think we would like that.

DR. REYNOLDS


















(Small hospital room with flowers on a table.  MRS. ANDREWS is in bed. Her stuffed dog is beside her. KAYLA is standing over her bed reading “Psalms” from the Bible.  KAYLA’s cell phone rings.  She answers.)

KAYLA
Mark . . .  When are you coming up here?  . . . No, I just wish you were here . . . No, that’s ok, if you really need to do that . . . What?  . . .

MRS. ANDREWS
(weak, but loud and clear)
Help me.  Please help me.

KAYLA
Mom?  Mom, are you awake? (pauses, then talks into phone.)  Mark, did you hear that?  . . .  No, that was Mom.  You did hear it . . . I can’t believe it . . . No, she didn’t open her eyes.  She just talked.  I think she wants to die.  I think she wants us to help her die.

(Lights go to black and then slowly come back up.  KAYLA is sitting in a chair next to MRS. ANDREWS’ bed, holding her hand and resting her head on the bed.  Music plays in the background.  KAYLA looks up.)

KAYLA
Mom? . . . Mom? 

(KAYLA feels MRS. ANDREWS’s pulse and tries to see if she is breathing and if her heart is beating.  She realized she is dead and puts MRS. ANDREWS’ hands across her stomach, fluffs her hair, and kisses her.)  

KAYLA (continues)








(Lights fade up on support group setting from Act1, Scene 1.  ALL support group members are sitting in a semi circle and KAYLA is behind a podium.)

KAYLA
Watching a loved one move into the late stages of dementia is a time of great sadness.

BARBARA
The only thing Lynn can do now is walk.  She used to exercise religiously, everyday.  But, it got to be too much for her.  Now, she only walks.  Actually, she forgot how to walk for a while.

GLORIA
Dad started wandering a lot.  I had to get those obnoxious alarms that tell you when there’s movement in the house – so I would know when he was up wandering.  I would be sleeping, and would hear, “click.” I’d get up and check on him.  This went on for 6 months, but I was losing so much sleep. That’s when I realized that I couldn't keep him at home any longer.

GWENDOLYN
Several months before Momma died, she stopped talking. The only thing she would say is “No” and “Stop” every time I tried to get her into the tub.  I don’t know if she understood anything I said.  Or, if she even knew who I was. Her body just started shutting down.  The night before she died, she was having problems breathing and her eyes wouldn’t shut. I got up through the night and tried to close them.  I would kiss her and tell her that she needed to rest and that the good Lord was going to take care of her.

JIM
I often wondered if Claire was in pain.  She would have that look on her face, but she couldn’t tell me if she was hurting.  One day I came into the nursing home and there was blood all over her sheet.  Her toe was cut pretty deeply.  She had to get five stitches in it.  I asked her if it hurt, but she didn’t say a thing.  No one could tell me if she felt pain.  I always wondered.

KAYLA
Our caregiver journey is filled with a multitude of emotions.

BARBARA
I feel totally helpless.  Lynn is so limited.  It’s virtually impossible for her to verbalize her feelings.  And I know she has the same feelings as everybody else.  Sometimes she cries.  I ask her over and over, “Why are you so sad?”  But, she really can’t tell me.

GWENDOLYN
My sister and I get on the phone and talk about which one of us is going to get it first.  I believe Alzheimer’s is hereditary because my grandmother had some kind of dementia.  My brother says, “If I get it, please shoot me.”  Sometimes he calls me and tells me he thinks he’s getting it because he keeps losing his keys.  But I tell him not to worry until he forgets what he’s supposed to do with the keys. 
GLORIA
We don’t have any children, which leads to the question of who will take care of us when we get old – especially if we have Alzheimer’s.

JIM
The strongest emotion I felt was guilt.  “Should I have done that?  Why didn’t I do this?  Did I do that soon enough?”  All the other emotions are gone now.  But the guilt is still with me a year and a half after her death.

KAYLA
But our caregiving journey also allowed us to learn more about ourselves and about caring.

CRYSTAL
I had things in me I really didn’t know I had . . . But it’s a shame to find it out that way – when you’re backed up against the wall and there’s no way out.  Life’s going by – and you’re aware of that.

GWENDOLYN
One thing I learned is that you don’t die until the Lord’s ready for you. Because Momma was really, really sick – and there was no way until He was ready.  There is a reason for everything.

JIM
Going through this experience has totally renewed my faith in God.  The last few days Claire was in hospice, I kept asking, “If there is a God, why is this happening?” But one day I went to church and saw this banner on the wall that said, “Trust in the Lord with all your; and don’t lean, on your own understanding.”  Even though I don’t understand it – that was like a miracle for me.  I started praying and reading the Bible.  It changed me totally.

CRYSTAL
You learn to forgive yourself.  I am not made of clay - - I’m human.  And even knowing all the things that I know now, it is simply a matter of living your life as you go along and just do the best you can – sometimes you do well and sometimes you don’t.  

BARBARA
I’m able to say, I did everything I knew to do.  When it’s all over and done with, it’s good to be able to look in the mirror and say, “You know, I didn’t do such a bad job.”  And, I really do feel that way.

GLORIA




(steps out from behind the podium and walks to center stage)


















Formatting the Play - Using Professional Manuscript Format

Using a professional manuscript format helps a writer in many ways.  When a playscript goes into proper typed form, the length of the play becomes apparent.  A professional manuscript format assumes importance partly because by using it the writer can know a scripts approximate paging time.  Most importantly, putting a play into the perfect format gives the writer a feeling of professionalism. (Smiley, 2005, p. 44) 

How a play looks on the page is more important than most people realize. I often hear scripts described as "dense" or "heavy," only to discover when I finally had the opportunity to look at them myself that it's the way the words of accident put down on the page that elicited the kiss of death label. The script has been formatted so it's usually difficult to read. By not following a few simple, field-tested procedures, the writer has limited the place chances to ignite for the reader. (McLaughlin, 1997, p. 140)

Elements of the Standard Format

Title Page -- Six Pieces of Information: 

1.	The title of the play, usually in capital letters. Put in bold type and a slightly larger font if you have such features.
2.	A phrase describing what kind of play it is -- a play in one act, a comedy in two acts, I play in six scenes, and so on. Use 12-point type for this and everything to follow in the script.
3.	Your name, preceded by the word "by."
4.	Identification of what draft it is by listing the completion date. I suggest you avoid the wording "first draft"... the day is enough.
5.	The notice of copyright... including the small "C." with a circle around it, you are legally protected without actually having to register your script with the copyright office is in the Library of Congress in Washington DC. He gives notices to all readers that it is your work and that all rights are reserved.
6.	Your permanent address and phone number. (McLaughlin, 1997, pp. 150-151) 


The professional format 
1.	The name of the character speaking should be in capitals and centered above the speech. Set the tab for 3.0 inches.
2.	Single-spaced speeches for characters.
3.	Double space between the end of the speech and the name of the next speaker.
4.	Single space between the name of the speaker and his or her speech.
5.	Put all stage directions on separate lines and on the dialogue.
6.	Put stage direction in parentheses. Set the tab for 1.5 inches.
7.	Type the names of the characters within the stage direction all in capitals. Do the same for pronouns (he, she, or they) referring to the character. Do not put him, her, or them all in capital letters.
8.	Avoid stage directions that tell the actor how to read a line, such as quietly, angrily, or sarcastically. The line itself should convey the tone.
9.	Preceding the first page of the play, there are three pages without page numbers. First is a cover page with the name of the play and the author's name. Seconds is a page with the name of the play and the author's personal contact information in the lower left corner: copyright date, name, address, telephone numbers, and e-mail addresses. Third is a page that includes the character names and descriptions, a description of this setting, and a specific listing of the time scene by scene.
10.	When describing the characters, provide each character's age and note his or her relationship to others in the play. But the character's name, all in capital letters, at the left margin. The description starts in the middle of the page, indented to 3.0 inches.
11.	Keep the description of this setting breed. Today the general look of the place, the entrances, and the atmosphere.... avoid highly detailed descriptions. Give enough so that the set and lighting designers have the information they need but the freedom to be creative.
12.	Note the time of the play. If there any variations in time, showing breakdown of the play scene by scene, and note the time of each.
13.	The scene and number (SCENE 1) should be tied in all capital letters and centered at the beginning of each scene. END OF SCENE 1 should be centered at the end of the scene, again in capital letters.
14.	If you're using Microsoft Word, set your tabs or 1.5 inches per stage directions, 3.0 inches for the characters names, and 5.5 inches for every act, scene, and page numbers. The page number should always be numbered consecutively.
15.	On the first page of every scene under the scene designation (SCENE 1) and indented 1.5 inches, the same as the stage directions, type the words AT RISE: followed by a colon. On the same line, indented 3.0 inches, indicate who was onstage and what each character is doing at the beginning of the scene. Put this description on the top right side of the page, single-spaced and in parentheses. If more than one line as needed, indent every line of the description to 3.0 inches.
16.	Put all stage directions in parentheses and on separate lines from the dialogue.... keep the stage directions limited to noting characters entrances and exits and their physical actions. Do not describe characters thoughts and feelings.
17.	Use proper punctuation and spelling. Avoid typos, grammatical errors, and punctuation and spelling areas.




[A list of characters] immediately follows the title page; unless there is a page of dedication are a special author's note to the reader which would be placed between the title page and this page. There are several details...:

1.	Character names. They are listed "" -- that is, entirely in capital letters -- both here and throughout the script.
2.	Character ages.
3.	Character relationships. [With each other].
4.	Character traits. Other than ages and familial interconnectedness, it's usually best to let the play reveal your characters. Personality traits or the physical appearance of your people might be critical information for an intelligent understanding of your play, but most often than not the unfolding of your story and dialogue and action will make things clearer soon enough.
5.	Time. The general time in which the play is set, such as "the president" or "summer, 1951"... it's the play is one scene of continuous action, it's usually useful to include here also the time of day in which the action takes place. If the play has several scenes, you can either list each scene with a brief indication of time... you can simply list only the general time for the entire play here and indicate specific times each scenes opening stage directions. The latter is more commonly used.
6.	Place. The general world of the play is set in, such as the region of the country, the city, are the specific locale... this is usually listed first as a separate paragraph and, simple as it is, it didn't supply important hints as to the overall tempo and pace, accents, and general take on what's to follow a keys them into how to enlist their imagination as they beat it. Then, in a second paragraph, describe the specific settings for the play. Be as brief and specific as possible. (McLaughlin, 1997, pp. 151-153)

That Friendly White Space
Although not a hard and fast format rule, the first page of the actual script should have a top margin a few lines deeper than other pages this sets off the start of the actual play and visually helps ease the reader into this as yet foreign world. Likewise, at the end of the scene, leave the rest of the page blank and start the next scene at the top of a fresh page. This makes the script... more reader friendly. (McLaughlin, 1997, p. 154)

Margins
•	Your standard left margin should be 15 spaces are an inch and a half from the edge of the paper, no more, no less. Be precise, because there's a practical reason for it: you need this much space to punch holes and bind your copies together and still have an adequate left margin.
•	The left margin is reserved exclusively for the actual lines of dialogue. Nothing else ever starts here.  (Do not justify your text...) (McLaughlin, 1997, p. 154)

Tab Settings There are two tab settings...:
1.	The first tab is 10 spaces (or 1 inch) in from the left margin. This is where all staged directions begin and the only place you should put them. And it's only the stage directions you should ever put in this tab.... 
-	Never put a stage direction on the same line with dialogue: rather it should always start on a new line indented to the first tab settings. The reason for this is readability.
-	And after always knows this is where action is described. There's never a chance for confusion between a lion and a stage direction because each has his own position on the page.
-	For staged directions longer than one line, you should also indent on the right 10 spaces are an inch in from the margin. Visually, this tends to set off all staged erections are even more from the dialogue.
2.	The second tab is in 20 spaces (or 2 inches) from the left margin. This is where you put the all-caps character name that identifies the speaker of the line under it. There is no need to center the name above the speech although this is easily accomplished, especially with computers. None nothing else should ever be put at this tab except, when necessary, the words "Cont'd” or "off stage,"....(McLaughlin, 1997, pp. 154-155)

Splitting a Speech between Two Pages 
•	When at least one line of a character's speech appears under the character name at the bottom of a page, it is not necessary to be identified whose light is at the top of the next page. The exception to this is when a stage direction at the bottom of the preceding page makes it unclear that the continuing line belongs to the same character. It is also not necessary to add the word "More" at the bottom of the page when his speech continues... 
•	Between the bottom of one page and the top of the next, avoid at all costs separating the character name from the speech to follow. (McLaughlin, 1997, pp. 155-156)

External and Internal Stage Directions
•	There are two kinds of stage directions: external and internal.... external stage directions are those which describe an action or actions that take place between two lines of dialogue. There literally outside the lines being spoken and are in addition to them. They always appear on the page as the units of action separated from what immediately precedes and follows. 
•	Internal stage directions are, as it were, interior to a speech, indicating how it should be spoken or describing an action that takes place while a line is spoken. That is, they describe only kind current action, inflection, or tone of voice. These directions are always very short -- a word or phrase. Do not describe an action involving another character or an action that is, in fact, completed before or after the line the stage direction is a part of. Internal stage directions can be placed either at the beginning of a spoken line (between the character name and the start of the line, or anywhere with anyone. (McLaughlin, 1997, p. 156)

Line Spacing  
You should double space between the last line of the speech or stage direction and the character name that appears before the next speech. You single-space nearly everything else -- all lines for dialogue and all stage directions. After any character name, single-space to the first line of dialogue or to any internal stage direction that you might want to insert between the name and the speech. Also within a character's speech when you insert an internal stage direction. (McLaughlin, 1997, pp. 156-157)

Use of "Cont'd 
•	If, after a portion of a character's speech, you insert a stage direction that actively shifts the attention of the audience away from the character speaking, the format requires two things:

1.	double-space before and after this stage direction, which were moved it from "inside" the characters line.
2.	Identified the continuing speech after this stage direction as belonging to the same character who was speaking before the stage direction. Insert the character name again; followed by the abbreviation "Cont'd" in parentheses on the same line.... the reason for this specific abbreviation of "continued" is simply tradition. If you don't follow this procedure, it's sometimes difficult, if not impossible, to tell who's line is after the stage direction.

•	Do not use "Cont'd" after internal stage directions. McLaughlin (McLaughlin, 1997, p. 157)

Characters Speaking from Offstage
The only other time you should put a stage direction on the same line as the character name is when the character speaks from offstage. Simply put "offstage" in parentheses directly after the character name. (McLaughlin, 1997, p. 158)

The Period in Stage Directions
A generally accepted rule in working with the standard format is to eliminate the period at the end of an external stage direction immediately preceding a line and never to use a period After an internal stage direction. (McLaughlin, 1997, p. 158)

The Paragraph in Stage Directions
It's often to your advantage to break up long stage directions into paragraphs within a complicated action or series of actions is being described. Usually, breaks are made when the errors a definite shift in focus for the audience, such as the interests of another character or a new and significant piece of action. On the other hand, if the focus of attention remains on the same character throughout a stage direction, it might be best to leave it all in one paragraph for reasons of flow.... When you do use it, start each paragraph at the first-half setting, or all stage directions start -- that is, do not indent the first line of a new paragraph... McLaughlin - 158

Parentheses around Stage Directions
All stage directions -- including external stage directions several paragraphs in length -- should be bracketed with one set of parentheses. (McLaughlin, 1997, p. 158)

Interruptions
The way to indicate that one character is interrupting another character is to put a -- (commonly rendered as right next to each other) immediately after the word where you want the interruption to happen and to put a -- immediately before the start of the speech of the character doing the interrupting. (McLaughlin, 1997, p. 159)

Characters Cutting Themselves off
When a character abruptly stops talking in the middle of a sentence you say -- at the point he or she stopped speaking.... this is the same as the interruption, except there's no -- placed at the start of the start of conversation. (McLaughlin, 1997, p. 159)

The Ellipsis
(use it ) if you want to indicate a character' s verbalized thought trailing off and disintegrating before our ears... this prompts from the actor a very different quality than the Dash -- a trailing off as opposed to an abrupt cutting off. (McLaughlin, 1997, p. 159)

Indicating Special Emphasis (Stressing the Words)
This is called pointing a line and is almost always done by underlining a specific word or words.... only point words when the desired emphasis is not obvious in the context of the moment. (McLaughlin, 1997, p. 160)

You can indicate that a character is shouting a line in one of these ways: by an internal stage direction; by underlining the line; or by putting it all in capital letters.... stay away from italics and bold type for indicating emphasis. (McLaughlin, 1997, p. 160)

Simultaneous Speaking
•	There are different ways to indicate characters speaking at the same time. If you want your characters to begin talking unintentionally at the same time, deal with it as you would an interruption. Have the first character starting line, followed by the other interrupting, followed by the first trying to continue, only to be interrupted again. You can't continue this for very long of course, but you do accomplish the effect you want. 
•	If you want a sustained overlap that goes on for several lines were characters are intentionally talking over each other and you have two options. One is to break each character's speech into fragments and then, using ellipsis (not dashes) before and after each line fragment, alternate them on the page the fragments spoken by each, if put together, should fit into one continuous slaughter series of connected thoughts.... the other option is to temporarily rearrange the format and set up two columns of dialogue on the page one for each character this works well with extended overlapping because it allows you to indicate precisely on what lines (and even what words) to overlap occurs. Use this to call a method only for extended parallel dialogue. 







Stages in the Production and Promotion of the Play:
The Long Journey Home: Caring for a Loved One with Dementia

This was a challenging time to try to produce a stage play. When I started this research project, no one knew that the city where it was to be produced would be devastated by a hurricane. Local theatres were destroyed. Actors and directors had moved away from the area. Due to personal problems related to the hurricane Ike, I lost several months of writing time. An additional problem that only added to the challenges was that I was working under a very short timeframe. I was awarded a grant to pay for the cost of producing the play, but that required the play be produced within a certain timeframe. The grant deadline, however did not take hurricanes into account. With these challenges surrounding me, and a working playscript finally complete, I began my search for a director.

Finding a Director
“A director is a playwrights most likely an essential collaborator” (Smiley, 2005, p. 62). Once a director is brought in to help produce the play, they take over all of the critical technical and artistic details to assure the show is produced successfully on stage. Directors also create the artistic picture on stage. They set actors’ placement and movement on stage and help actors portray the characters as envisioned by the playwright. In other words, the director captures the playwright’s vision and makes the playwright’s words come alive on stage (Smiley, 2005). The director is usually involved in three stages of the production:

The first stage occurs in the pre-rehearsal. That's when a director and playwright work through the script with two goals in mind: (1) to provide the director with the writer’s insights about the play structure, characterizations, ideas, and style; (2) to advise the writer about tightening, clarifying, and otherwise improving the play.... The third stage of writer-director injured action happens after performances begin.  At that time the writer and director observe audience responses and exchange observations about the player production and consider ways to improve either or both.  During the three stages of the production process, the director, not the playwright, acts as the leader of the theatrical ensemble. (Smiley, 2005, pp. 62-63)

Finding a director was more challenging than I anticipated. I collected a few names of directors still in the area who might be able to work on the show.  I started down the list, but was continually turned down. One director was busy working on other shows.  One was dealing with too many hurricane-related problems. Once was uncomfortable directing a ‘new’ playwright’s work.  Finally, I found a director who agreed to read the script. After several negotiations, she decided to accept the job.  

We met several times and discussed the philosophy behind the play. I emphasized the importance of remaining true to the phenomenological study and the research participants stories on which the play was based. She agreed to work closely with me and not make any changes to the script or characterizations without my approval. She also requested additional information on dementia and the carer’s role.  She made several suggestions to improve the script without affecting the phenomenological underpinnings, and I was able to incorporate them in another script revision. We also negotiated the character roles which could be double-cased, and discussed the type of actors that would ideally fit into the principle roles. We set a timeline for casting, rehearsing and producing the play.  Once that was in place, we were ready to put out an audition call to find actors.

Casting the Play
It was important for me to find actors that could portray the realism and emotional complexity of the characters I wrote in my lifeworld drama in a way to remain true to my phenomenological study. “Actors give a play the reality of themselves. Writers create a play by invoking it from their inner reality, and experienced actors intuitively grasp and project that wondrous spark of reality” (Smiley, 2005, p. 64).

We first put out an audition call on an Internet discussion group for actors.  Many of the local actors subscribe to the list. I realized, however, that it might be difficult to locate find a large number of actors over age 60. Therefore, I contacted the director of a local centre for lifelong learning since all of their members are over age 55. The director of the centre agreed to send out an email to their 200 members. Lastly, I went to the director of the Standardized Patient Centre at the local medical school. They recruit people of all ages to portray patients in student educational activities. Many of these people are actors and many are over age 60.  They also agreed and sent out an email to their standardized patient group. Now my director and I just waited to see who came to the auditions.

We held four auditions. Over 30 people auditioned for the show.  We were able to cast all roles, except the lead, Kayla. Many of the people who attended the audition came from the lifelong education centre and had little experience acting. Four professional actors attended the audition, but they were all well over age 70. The role of Kayla was both physically and emotionally demanding. It required an actor who could learn a large amount of lines in a short amount of time. Kayla was also going to be physically challenging since it required the actor to be on stage for most of the two-hour play. The actor who took the role of Kayla would also be required to attend rehearsals five to six nights a week. It was critical we have someone we could depend on. After much discussion with the director, I agreed to take the role of Kayla since I was already familiar with her dialogue and was planning to be at all rehearsals. After salary was negotiated with the actors, all characters were cast.  In the most part, I was very pleased with the cast.

Locating a Theatre and Rehearsal Space
Perhaps more challenging than finding a director was finding a theatre. As mentioned, the three local professional theatres in the area where I was producing the play were damaged from the hurricane. I contacted local high schools to see if they might have a theatre available.  Unfortunately, for the few high schools that were not damaged, the timing of the play interfered with their school graduations. I had been working with the artistic director at one of the professional theatres. She felt that the damage might be repaired in time technical rehearsals a few days before the show was to open. My director had directed many plays in that theatre and was knowledgeable about the stage. So I took a chance and booked the theatre.

Although the theatre might be repaired by the play’s opening, it was definitely available for rehearsals. I was able to work with the University of Texas Medical Branch (UTMB), my collaborator who was funding the play. They were able to find a large auditorium that was used as a lecture hall. The only stipulation was that the play rehearsals didn’t interfere with classes.  That meant that any set materials, stage properties or costumes must be set up before each rehearsal and removed at the end of rehearsals. This was not an easy task, but with no other rehearsal space available, we accepted their offer. 

Two weeks before the show was to open, I was notified that the theatre space would not be ready in time to produce the show. The artistic director had run into some problems with contractors repairing the theatre.  Frantically, I spoke to the representative at the medical school to see if he could help. I was told we could hold the play there, but with the same stipulations.  So every night of the show, we would have to remove the entire set: all the scenery, furniture, props and costume. This created major technical concerns.  For the lights to be located at the appropriate position on stage, all set pieces must be put back in the exact position, or the lights may not illuminate the actors in the scene. The scenery must also be flexible so it could be moved easily. This would take away some of the realism I had originally hoped for in the play. Again, there were no other alternatives, so the play was held in the medical school’s lecture hall.

Brining in Technical Expertise
Now that the play was cast and theatre space was secured, a stage manager and technical designers were needed to complete the theatrical ensemble. The director had worked with many technical experts in the area and was able to assemble the necessary crew. She first brought in a stage manager to help with the production. Stage managers are responsible for calling and managing the rehearsals so they run smoothly. They are also responsible for managing the stage performances and coordinating technical functions making sure that everyone and everything involved in the production is in the right place at the right time (Ionazzi, 1992). The lighting designer was responsible for setting the lights the week before the show opened and run the lighting board and sound during the show. The scenery designer constructed a design for a set (See Appendix F) for the director’s approval. He then constructed the set so it was ready for technical rehearsals. 

Rehearsals
Cole (1992) claims, “The performance is the after-image of processes set in motion—explored, nourished, made fit for growth, realized—during the “work” of rehearsal (p. 2). With a short six weeks before the show was scheduled to open, the director set the rehearsal schedule. At that point, I turned the creative responsibilities for making the production happen over to the director trusting she was capable of doing the job. We had met many times and I felt comfortable that she understand the phenomenon I was trying to convey in the playscript. My job during this time was to make the role of Kayla believable. The director had all the responsibilities of guiding and directing the actors. During this time, I also acted as a dramaturg, or consultant. If there were any questions concerning the background of the research, I would offer additional information. If I thought any part of the production or any actor was not staying true to the phenomenology, the director and I spoke and worked it out. It was always her responsibility, however, to discuss this with actors. 

During the first two rehearsals, the actors read the complete script out loud. I was amazed the first night. During the second act of the play, two actors started crying and had to excuse themselves in order to compose. I felt that to be an acknowledgement of the plays ability to touch a person emotionally. Both actors told me that it was so true to life. Both had taken care of a loved one with dementia.

For the next few weeks, the director blocked the individual scenes in the play. During blocking, the director determines actors’ movements and positions on stage as they walk through the script.  The actor is responsible for making sure they know their movements and location in relation to other actors in future rehearsals. The director had asked the cast to have their lines memorized by the fourth week of rehearsals, but in actuality, several actors did not have all their lines memorized until a few days before the show open. I found this a very tense time since I wanted to make sure the show was a success.

The last two weeks of rehearsals were dedicated to helping the actors develop the emotional aspects of their characters and to increase the pace of dialogue delivery. The first full run though of acts one and two did not take place until a week and a half before the show opened. The show ran long – well over the 2-hour goal. This was complicated the last week of rehearsals when lighting and scenery changes were added to the rehearsals. Still, the show moved forward and ready or night, opening night was approaching.

Publicising the Play





University of Texas Medical Branch
Theater production examines dementia, Alzheimer’s
News Release
Wednesday, May 27, 2009
GALVESTON, Texas — The University of Texas Medical Branch at Galveston will present four free performances of a theater production depicting the true stories of caregivers in the Houston and Galveston area who have taken care of parents, children and spouses with dementia and Alzheimer’s disease. 
The two-act play, “The Long Journey Home: Caring for a Loved one with Dementia,” will open Friday, June 5, at Levin Hall Auditorium, 11th and Market streets, in Galveston. Performances are also scheduled for June 6, 12 and 13. All performances begin at 8 p.m. and are free and open to the public. 
The play is written by Oma Morey, UTMB assistant professor and senior medical educator, and directed by Galveston director Sandra Raftis. The dialogue is taken directly from interviews with 10 caregivers in the Houston and Galveston area and illustrates the challenges and struggles, as well as the love and intimacy, caregivers encounter as their loved ones progress through the stages of dementia or Alzheimer’s disease. The play also touches on the needs of the caregivers who do their best take care of someone they love.
Playwright Morey earned her undergraduate degree in drama and her doctorate in education and gerontology.  
“I wanted to integrate my love for theater, education and aging in a way that would make a difference,” Morey said. “I believe the play will touch anyone who has ever taken care of, known someone that’s taken care of, or anticipates taking care of someone with dementia. My goal was to write a play that would both entertain and inform health-care students and professionals about the struggles these caregivers experience when they watch their love ones disappear in front of their eyes.” 
The production will be followed by a brief discussion. The Alzheimer’s Association of Houston and Southeast Texas and Libbie’s Place Adult Day Service of Galveston will provide information on dementia and Alzheimer’s disease. 




UTMB play depicts real stories of caregivers
Houston Business Journal
The University of Texas Medical Branch at Galveston (​http:​/​​/​www.bizjournals.com​/​houston​/​related_content.html?topic=University%20of%20Texas%20Medical%20Branch%20at%20Galveston​) is presenting a theatrical interpretation of what it is like to care for someone with dementia and Alzheimer’s disease.
The two-act play, “The Long Journey Home: Caring for a Loved one with Dementia,” will open June 5 at Levin Hall Auditorium in Galveston. Performances are also scheduled for June 6, 12 and 13. All performances begin at 8 p.m. and are free and open to the public.
Written by Oma Morey, an assistant professor and senior medical educator with UTMB, the play is derived from interviews with 10 caregivers in the Houston and Galveston area, and illustrates the challenges and struggles, as well as the love and intimacy, caregivers encounter as their loved ones progress through the stages of dementia or Alzheimer’s disease. The play also touches on the needs of the caregivers.





FOR IMMEDIATE RELEASE	  [May, 26, 2009]
Contact Person:   Oma Morey
Company Name:  University of Texas Medical Branch
Telephone Number:  (409) 772-3235
Email Address:  ommorey@utmb.edu
Web site address:  www.utmb.edu

THE LONG JOURNEY HOME – CARING FOR A LOVED-ONE WITH DEMENTIA   (A PLAY IN TWO-ACTS)
Galveston, Texas, June 5, 6 and June 12 and 13 — The Long Journey Home – Caring for a loved-one with dementia, is a play in two acts that depicts the true stories of caregivers in the Houston/Galveston area who have taken care of parents, children and spouses with dementia/Alzheimer’s.  The play portrays the love, humor and sadness that are part of the caregiver’s journey.  It also enlightens about the needs of the caregivers who do their best take care of someone they love.  The production will take place on: June 5-6 and 12-13 at UTMB’s Levin Hall, 2nd floor Auditorium,  1006 Market St., Galveston,  8:00 PM.  The show is offered free to the public.
The play was written by UTMB assistant professor, Oma Morey, PhD, and is based on interviews with 10 caregivers in the local area.  The play illustrates the challenges and struggles, as well as the love and intimacy several caregivers encounter as their loved ones progresses through the different stages of dementia/Alzheimer’s.  The play is directed by Galveston director, Sandra Raftis and the characters are portrayed by local area actors.  The play will be followed by a short discussion on aspects of the play.  The playwright and actors will be 
-more-
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available to answer questions.  Information on dementia/Alzheimer’s will be provided by the Houston/Southeast Texas Alzheimer’s Association and Galveston’s Libbie’s Place Adult Day Care center.
Playwright Oma Morey has a background in acting and an undergraduate degree in drama and a PhD in education and gerontology.  She explains how the play came about, “I wanted to integrate my love for theatre, education and aging in a way that would make a difference.   I believe the play will touch anyone who has ever taken care of, known someone that’s taken care of, or anticipates taking care of someone with dementia.  My original goal was to write a play that would both entertain and inform healthcare students and professionals about the struggles these caregivers experience when they watch their love ones disappear in front of their eyes. The play is both entertaining and enlightening.  The dialogue is taken directly from the interviews I conducted, which adds realism and credibility to the play.  By opening up the production to the public as well as healthcare students and professionals, I believe it will touch many more lives.”





























































Kristin Bingley (Stage Manager) is originally from Pittsburgh, PA , and is happy to be working (again) with such an amazing director, Sandra Raftis.  During the day she can be found teaching various classes at Fritz Barnett Intermediate School (FBI) in Santa Fe.  Kristin has stage managed the following productions:  A Christmas Carol, More or Less, Same Time Next Year, Misery, and Vagina Monologues.  Some of her other favorite contributions to Galveston’s theatre scene include:  Greetings!, The Boys Next Door, The Rocky Horror Show, and Ruthless. 

 Tom Boone (Scenic Designer) is furthering his study of theatre at the University of Houston School of Theatre and Dance.  In his spare time he works a day job and coaches Pony League baseball.  Tom has over 18 years of Set Design and Master Carpenter experience.  Some of his design credits include: work for the Houston’s Children’s Theatre, as well as Full Monty, Ought to be in Pictures, Godspell, Any Wednesday, and The Pillowman at local theatres.

Grace J. Clifford (Mrs. Atkins / Lady)  Grace is a BOI -- Born on the Island. Originally she had a short acting career with a young adult’s group in Ft. Worth, TX.  Back in Galveston she was employed as the secretary/office manager for the Galveston County Research Council.  She retired to accompany her husband on an assignment in Europe.  Upon her return, she became tax preparer, and office manager, and a teacher of tax form preparation. Now she paints, writes and is acting once again – and loves it!

Alan Griffin (Joseph)  Native Texan Alan has been away from the stage since 1973, during which time he was a private practicing psychologist before retiring in 2005, traveling for a year, and settling in Galveston in 2006. He has appeared in Come Blow Your Horn and Everything in the Garden.





Diane Heliker (Crystal), is originally from Long Island, NY, lives in Kemah and is a professor at the UTMB School of Nursing. She has had brief acting stints beginning in high school and more recently with Houston Playback Theatre, an improvisational story-telling group. Diane's teaching focus is qualitative research and her research area of interest involves older adults and Story Sharing among long-term care staff, residents, and families. She interprets and uses actual stories to enhance relationships and teaching and learning in long-term care facilities and conducts Story Sharing Train-the-Trainer Workshops, most recently in NYC. Diane believes that when education, research, and everyday practices are couched in story, enhanced understandings, previously concealed meanings, and new  possibilities for humane caring emerge.  

Andrew Kanost (Nurse 2, Hospital Attendant)  Has an MA in biology and works in research at UTMB.  He has lived in Galveston for seven years and may never leave.  This is his first ever acting role, and is having a wonderful time in the show! 
  
Shawn Lewis (Mrs. Smith / Nurse) is a work in progress… She has called Galveston her home for the past 7 years, after relocating to Texas from New York in 1992. Before becoming the primary caregiver for her grandson and ailing partner, she owned and operated a small home repair business in Houston.  She is currently re-inventing herself, and is thrilled to be on stage for this production.

Oma Morey (Playwright, Kayla)  has been acting since she was 13.  She took a hiatus from the stage to take care of her mother who had dementia. After many years, she returned to acting at ETC Theatre in Galveston, understudying Pam in Full Monty.  Her undergraduate degree is in drama and her PhD is in Adult Education and Gerontology. Previous roles include Anybodys in West Side Story, Gloria in Mame, Pegeen in Mame, Sonya in Godspell, Sharon Kensington in Career, Ababoo Princess in Kismet, Modal’s mother in Fiddler on the Roof, Dr. Armstrong in And Then There Were None, along with numerous singing and dancing roles in Jesus Christ Superstar, The Sound of Music, Paint Your Wagon, and Tommy the Rock Opera.  





William E. Powell, M.D. (Dr. Reynolds) is a retired Clear Lake OBGYN and Associate Clinical Professor of OBGYN at Baylor College of Medicine, Houston.  Prior to his professional life, he portrayed Mr. Banks in Father of the Bride, acted under Lisa Rauschenbusch at the University of Rochester, and was artistic director in charge of Q-Club, an all male musical comedy written and staged by the students.  He is a hand puppeteer for the Houston Symphony, and teaches elementary students the four families of the symphony.  Also, he sings with the Note-ables, a chorus of the Houston Symphony – Bay Area League.  William is the father of four grown children and the grandfather of ten!  It has been his pleasure to work with Oma Morey and Sandra Raftis, along with all the others in the cast to bring this poignant and timely production to the Galveston-Houston audiences.

Rosalyn Preacher (Gwen) is a BOI resident of Galveston. She is a proud mother of four and grandmother of two, (soon to be three). She is the  youngest of eight children born to Mr. & Mrs. Offie D. Ross. She spends most of her waking hours at UTMB in the Pediatric Special Service Department.  When she’s not working, she can be found at home or at the West Point Baptist Church. Rosalyn has been in several plays at the Strand Theater under the direction of the late Matthew Stanford, including Fat Alley and Cry Rosewood.  She is also a Gospel Play writer and has presented several plays at Galveston ISD and U of H at Clear Lake.  In addition, she writes poetry and has been blessed to participate at the International Society of Poets in Washington DC.

Sandra Raftis (Director) After receiving an MFA in theatre, Sandra gravitated to New York City where she pursued a career in professional theatre until love intervened.  For the next twenty years or so, all matters theatrical were put on the back burner.  When the empty-nest-syndrome kicked in, she returned to the stage and has since been joyfully working in many area theatres as an actor ad director.  Some of her favorite directional projects include: Lost in Yonkers, Born Yesterday, Veronica’s Room, Picnic, The Fantastiks, Misery, and Same Time Next Year.  Sandra is honored to be a part of this production.  She has enormous gratitude and admiration for the cast and crew for all their hard work and patience in bringing this informative and moving play to the stage.
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Richard Roach (Mark) is a local actor, musician, and educator in need of a challenging day job.  He has a MS in Health Education /Promotion from UTMB.   Some of  his previous roles include: The Full Monty (Dave), The Laramie Project (Company), Man of La Mancha (Lobito and on stage guitarist),-The Importance of Being Ernest (Jack) and Jaque Brel is Alive and Well and Living in New York (Baritone).
Frances Ryan (Barbara) is a retired Ph.D. microbiologist.  Fran’s career included development of new biotechnology drugs at Tanox, in Houston, and research and teaching positions.  Since retirement Fran has become a Certified Texas Master Naturalist, and does volunteer work at Galveston Island State Park and the Texas City Prairie Preserve, and patrolling Galveston beaches for nesting sea turtles.  She is a member of the College of the Mainland Chorale, and the Galveston Mardi Gras Krewe of Gambrinus.  Fran was a member of the ensemble for COM’s production of Our Town, and was the Narrator for the reader’s Theater production of the short scenes from The Long Journey Home performed for the First Year Medical Students.

Ruth Finkelstein Suhler (Gloria) grew up in Washington, DC and moved to Galveston seventeen years ago from Cleveland, Ohio.   "Being part of a play is a form of alchemy and magic, transformation that happen on stage and to the audience. " Her performances include Little Mary Sunshine, Glass Menagerie, Cabaret, Pinocchio, The Last Night of Ballyhoo, Rich and Famous, Vagina Monologues, Woman in Black, Yellow Boat,  Sylvia, and The Oldest Profession.  She is a UTMB employee and is involved in many civic clubs.  She dedicates this performance to her Mom, who is now in spirit, and her paternal grandmother, a Russian actress.

Sallie Waters (Claire/Nurse) is originally from Rochester, N.Y.  She entered the acting world by joining the Drama Club in High School and had the lead in the senior class play.  In college, she minored in Drama, appeared in several college productions, and then went on to teach Dramatics in secondary schools in Ohio.  Sallie appeared in Little Theater while in Connecticut and founded the WAG players (of Galveston Country Club).  She played Marsha in Neil Simon's Plaza Suite in the WAG production.  Now she is having a wonderful time working back in the theater with the cast, crew and Sandra, the director of this production.   

Shirley Wettling (Mrs. Andrews) has appeared in theatres in Chicago, and Minneapolis. In Houston she has performed at Country Playhouse, Clear Creek Country Theatre, and College of the Mainland (COM).  Her favorite roles include Bea, in View from the Bridge, Mother Courage in Mother Courage, Emma in Over the River and Through the Woods.  She is especially gratified to be a part of this much-needed message about the oft-forgotten role care-givers.

K. Ball Withers (Jim Turner) lives in Galveston with his child bride, Sandra, where they are developing their business as professional tourists. In Galveston County, K. Ball has appeared in productions at COM, ETC, Strand Theatre and Galveston Island Outdoor Musicals.  Some of his recent productions and roles in them are NOISES OFF (SELSDON MOWBRY), HOW TO SUCCEED (J. B. BIGGLEY); FORUM (ERRONIOUS); THE GRAPES OF WRATH (GRAMPA); SOUTH PACIFIC (CAPTAIN BRACKET); BIG RIVER (THE KING), DROOD (BAZZARD), and LITTLE SHOP OF HORRORS (MUSHNICK).
He also appeared as one of the story tellers in the KHOU special, “Voices of the Storm”.

Michael Wonio (Dr. Klein)  is a half-time database “jockey” for a research group at UTMB, he manages to spend 500 hours or so a year as a volunteer on the Elissa’s sailing crew and as the volunteer External Education Chair of the Texas Seaport Museum.







	UTMB Academy of Master Teachers for providing grant funding to produce The Long Journey Home
	Drs. Les Todres and Kate Galvin from Bournemouth University for supporting and guiding my PhD research study
	Dr. Ann Fry and Dr Steve Lieberman, for supporting me in throughout the research and playwriting process
	Catherine Hale for her assistance in organizing the production
	My colleagues and friends who have stood beside me and encouraged me
	Alice Williams at Libbie’s Place, Galveston
	Women’s Crisis Center of Galveston






	Lisa Marie Daugherty 
	Alice Wilson, dramaturg for her assistance
	And most importantly, by brother Paul, who was always beside me in caring for my mother and supported me throughout my life

The Long Journey Home: Caring for a loved one with dementia is dedicated to my mother, Amy, who stood by be and believed in me throughout my life.  Her love continues to inspire me.             
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